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Abstract
Following a traumatic injury, individuals may experience decreased quality of life,
occupational engagement, and independence. The typical rehabilitation process focuses on safety
and activities of daily living (ADLs). Due to limited time; client's more personally referenced
activities and occupations may not be addressed. The objective of this study was to determine if
individuals who have rmdergone a traumatic injury, such as a bum, spinal cord injury or
amputation, will experience a shift in occupational identity. The objective was also to determine
if individuals following a traumatic injury will experience a decrease in participation in
meaningfirl occupations.
A mixed methods approach was used. A researcher created survey was employed
containing multiple choice and short answer questions. The population utilized was individuals
over the age of 18 who were l-5 years post traumatic injury.
Following a taumatic injury individuals experience a shift in roles, attiudes, activities,
and/or values. One-hundred percent ofparticipants experienced a change in activities, 98%
experienced change in roles, 97% would change their roles in some way, 90% experienced a
change in values, and 85% would change their activities in some way. The majority of
participants described themselves as less active than before the injury. In activities and roles,
participants identified an increased focus on family, decrease in employment, decreased
socialization, and increased focus on basic life skills like ADLs. Occupational therapists can
better help individuals to identi$ and participate in meaningful activities through knowledge of
decreased meaningful activity engagement following taumatic injury. Understanding that a shift
will occur, and the individual may not necessarily be the same person following the injury may
assist in the transition Process.
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Occupational Identity Following Traumatic Injury
Chapter One: Introduction
After a traumatic injury an individual may not be able participate in meaningful
occupations to the degree that he or she could previously (Charmaz, 1995; Chau et al., 2008). A
decreased participation in meaningful occupations is associated with a decreased quality oflife
(Hammell, 2004). According to the discipline of occupational science, engagement in
meaningful occupation is essential to health (Clark, Kielhoftrer, & Schultz, 2000). To retain a
self concept or identity, an individual must be able to assert who he or she is by what he or she
can do (Charmaz, 195). Without the ability for the individual to express him or herself through
occupation, the individual may suffer from identity confusion. The self can feel undermined due
to an inability to engage in occupations (Brott, Hocking, & Paddy, 2007). Occupations help
individuals to express who they are and maintain a social identity (Christiansen, 1999; Brott et
al.,2N7). For individuals with traumatic injury, perceived participation is correlated with life
satisfaction (Lund, Norlund, Bemspang, & Lrxell, 2007). In numerous studies, level of tnjury
was not conelated with quality of life, while satisfaction with social role and the ability to pursue
valued occupations were correlated to high life satisfaction (Hammell, 2004).
Individuals who have experienced traumatic bums, amputations or spinal cord injuries
arc often cognitively intact and trying to reinterpret his or her world to create a new identity that
encompasses the disability (Salick & Auerbach, 2006). To develop a disabled identity the
individual must understand that physical impairments exist, but that it does not define the person
(Ferguson, Richie, & Gomez, 2004). krstead, the impairment is incorporated into the larger
identity of the individual (Gallagher & Maclachlan, 2001).
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Problem
Following a traumatic injury, individuals may experience decreased quality of life,
occupational engagement, and independence. With the focus on safety and completion of
activities of daily living in the rehabilitation process, while clients may become competent in
basic activities ofdaily living, their more personally referenced activities and occupations may
not be addressed.
Rationaley'S ignifi cance
Knowledge of barriers and attitudinal changes that occur in an individual's life following
a traumatic injwy will make it easier to assist those individuals to re-integate into their
communities. Occupational therapists can better help individuals to identify and participate in
meaningful activities through knowledge of decreased engagement in meaningful activity
following traumatic iqiury. Knowledge that a shift will occur, and the individual may not
necessarily be the same person following the injwy, may assist in the transition process. Many
individuals want to get back to how they were before the accident, but it can be said that the
individual may never be the same person as before the injury, even if they regain all functional
skills from before the injury. Peer led support for individuals adjusting to life after injury may
also be a very important aspect of transition. Peers can provide positive emotional support and
allow the individual to understand what may be possible following injury.
Definitions
Activity: "A term that describes a class of human actions that arc goal directed" (Occupational
Therapy Association, 2008, p. 669).
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Disability: "social or cultural practices that create occupational deprivation for individuals
because of their individual physical, psychological, cognitive or emotional characteristics"
(Christiansen, 2gAa, p. 27 6).
Impainnents: '?roblems in body firnction or structure such as a significant deviation or loss"
(World Health Organization, 2001, p. l0).
Occupation: "All 'doing' that has intrinsic or extrinsic meaning" (Wilcock, 1998,p.257).
Occupational Adaptation: ''Ihe construction of a positive occupational identity and achieving
occupational competence over time in one's environment" (Kielhofner, 2008, p. 107).
Occupational Competence: 'The degree to which one sustains a pattem of occupational
participation that reflects one's occupational identity'' (Kielhofner, 2008, p. 107).
Occupatiornl lden ify.' "The pathway by which people through daily occupations and
relationships with others are able to derive meaning from their lives" (Christiansen and
Townsend, 1999, p. 547 ).
Panicipation: "Involvement in a life situation" (World Healdr Organization, 2001, p' 10).
Population: Thepopulation is identified as individuals who have sustained a traumatic physical
injury without cogritive impairment resulting ftom the trauma. These injuries include spinal cord
injuries, bums, or amputations. The individuals have experienced the injury one to five years
ago, since it is identified ttrat this is the period of adjustment following a traumatic injury
(Dijkers, 1996).
Role(s): "A set of behaviois that have some socially agreed upon function and for which there is
an accepted code of norms" (Christiansen & Baum, 1997' p. 603).
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Shifi in Occupational Pattems: "A change in how the individual functions in life" (Royeen,
1995, p. l3).
Trawrm: "Physical injury caused by violent or disruptive action by the introduction of a toxic
substance into the body. Pertaining to an injury; usually serious and unexpected" (Anderson,
Anderson, & Glanze, 1998, p. 16a5).
Values: "What one finds important and meaningful to do" (Kielhofner, 2008, p.13).
Purpose of the Study
The purpose of this study is to determine if individuals who have undergone a traumatic
injury such as a bum, spinal cord injury or amputation experience a shift in occupational identity.
The purpose is also to determine if these individuals also experience a decrease in participation
in meaningful activities.
Chapter Two: Literature Review
Individuals who arc survivors of traumatic injuries such as spinal cord injuries,
amputations and burns have endured a devastating event. Spinal cord injury has been described
as one of the most devastating and catastrophic things that can happen to a person (Hammell,
2004). The individual may experience environmental, social, or psychological barriers to
participation (Chau et al., 2008; Degraff & Schaffer,2008; Galvin, 2005; Wald & Alvaro, 20O1).
The individual who has suffered from a traumatic injury may experience decreased autonomy,
and feel that he or she must rely on others for engagement of occupations (Brott, Hocking, &
Paddy, 2007). With decreased perceived participation in activities, decreased quality of life may
result (Lrmd, Nordlund, Bemspang, & Lrxell,2@1). Individuals who have sustained traumatic
injuries, and who have high perceived levels of participation, have quality of life similar to a
non-disabled population (Lund et a1.,2007).
Individuals who have suffered from traumatic physical injury may feel that they can no
longer express themselves through their occupations (Brou et al., 2007). Without the ability to
engage in meaningful occupations the individual may feel that it is difficult to express who he or
she is as a unique person (Christiansen, 1999). An occupational identity helps to define who the
person is and develop or maintain self-esteem (Christiansen, 1999). Occupational therapists work
with their clients to increase their independence in activities of daily living, instrumental
activities of daily living such as child care and finance management, and social participation
(American Occupational Therapy Association, 2008). Occupational therapiss can, through the
use of activities, help their clients to discover and accept a new identity that incorporates the new
disability or impairment (Christiansen, 1999). However, participants in one study by Chau et al.
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stated that the rehabilitation experience left them feeling inadequately prepared for the daily
tasks within the community that they needed to perform, such as going to the grocery store or
taking public transportation (2008). The needs of individuals following traumatic injury may be
being inadequately addressed because acute rehabilitation stays have become shorter and more
focused on safe discharge and completion of basic activities of daily living (Fiedler, Laud,
Maiman, & Apple, 199). The nation's reimbursement system can be a major barrier to
occupation-based practice (Nielson et al., 2005). However, client tailored and occupationally-
based intervention for individuals following traumatic injury can increase positive outcomes
(Nielson et al., 2005).
The Disabled Identity
Disability can be viewed through different definitions. The medical model views
disability as a feature of the person, which needs to be corrected through therapeutic and medical
interventions (World Health Organization, 2001). In contrast, the social view of disability is that
it is a socially created problem that needs a political response (World Health Organization,
2001). The World Health Organization states that neither one of these models should be used
exclusively, but together they are valuable tools through which to understand disability (2001).
When looking at disability through the social model, disability is dependent on social or cultural
practices, and impairments are personal factors within the individual, such as losses or deviations
(World Health Organization, 2001). Thus, disability is dependent on the nonhuman constructs of
the environment. If an individual who uses a wheelchair for mobility tries to go into a store that
has only stairs then he or she has a disability. However, if the store has an accessible ramp for a
front entrance instead of stairs, then the individual has no disability.
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Much of the research about the disabled identity from sociology and psychology
addresses how the individual develops an understanding of the body as a separate entity to the
self. The work of Charmaz examines the process of how people resolve the tension between
body and self, following impairment (1995). The participants of the study described their
changed bodies as alien, objectifying the body by describing 'trhe" right leg rather than "my''
right leg (Charmaz, 1995).
Traumatic events of other kinds, such as a house fire may leave individuals feeling that
they do not belong anywhere (Rosenfeld, 1989). They have lost their physical dwelling and are
reliant on others to be safe and secure. Individuals who have had traumatic bodily injuries also
have their physical dwelling damaged. They feel that they do not belong to their own body
because it has betrayed them and no longer firnctions as it did before (Charmaz, 1995).
Development of Disabled ldentity
There are several stage theories that indentify the development of a disabled identity.
Many of these stages are not solely linear. A person can revert to a previous stage if he or she
experiences a setback of some kind or a change in environmental, social or personal factors
(Salick & Auerbach, 2006). Authors of qualitative research studies have categorized the
experience following trauma in stages, through the stories the participants have contributed.
Many studies have reported similar themes in their articles and models. An understanding of
what stage an individual is in is important for a clinician to understand so change can best be
implemented (salick & Auerbach, 2006). Royeen argues that the best time to foster change is in
a time of chaos, perhaps while the individual is between one of the stages described below
(2003).
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In a study of individuals following medical trauma, five stages emerged: apprehension,
devastation, choosing to go on, rebuilding, and integration (Salick & Auerbach, 2006). This stage
is qualified by the stage experiences of the self which are: sense that something is wrong, the
body fails resulting in a loss of the physical self, finding an irmer strength, reclaiming the
physical body, and moving forward (Salick & Auerbach, 2006). Many of these theories are
similar to the stages of acceptance in the bereavement process. The individual is mouming the
loss of a limb or the function of a body part, as well as a former way of life.
In a study of traumatic amputation in land mine survivors (Ferguson, Richie, & Gomez,
2004), a definite process of rerovery has been identified. This process is that of personal stages
and how ttre individual sees him or herself within a community or social context. The
progression is victim, survivor, and citizen (Ferguson et al., 2004). This is a model of how an
individual can progress in an understanding ofhis or her injury from a passive victim of the
traurna to a more integrated survivor who begins to recreate ties with family and friends. None of
the individuals in the study were in the aspirational citizen category, which is the pinnacle of
survivor recovery (Ferguson et al., 2004). Being a citizen requires the individual to see his or
herself as an integrated member of society who is not defined solely based on the amputation
(Ferguson et al., 20O+). This lack of integration may be especially hard for the participants to
achieve due to the fact that the study was conducted in the countries of Bosnia, El Salvador,
Eritrea, Ethiopia, Jordan, and Mozambique (Ferguson et al., !QQ{). fhese countries still have
land mines, and may not have the ffiastrucnue in place to adequately integrate individuals who
have suffered ftom amputations that other countries may offer.
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Developing a disabled identity can mean being a member of a social group. These groups
can have a distinct culture based on shared meaning (Harrison & Kahn, 2004). If someone tries
to pass as not being disabled, then they miss out on being part of a community (Harrison &
Kalm, 2004). They stay in the luminal state, and are not part of disabled culture, but are not fully
in mainstream culture either (Harrison & Kahn, 2004). Disability culture can be different in
different parts of the world, and may not exist among less privileged, minority, or rural residents
(Devlieger, Albrecht, & Hertz, 2007).
Occupation as Identity
Occupational science is an academic discipline that studies humans as occupational
beings (Clark, Kielhoftrer, & Schultz, 2000). There are assumptions in occupational science that:
engagement in meaningful occupations is essential to the healdr of an individual; the rclationship
between occupations and narrative shape an individual's identity and individuals are most true to
themselves when engaged in meaningful and satisfying occupations (Clark et al., 2000).
krdividuals define themselves by their past experiences and what they do. When people describe
who they are it is by action words of doing (e.g. painter, teacher, athlete, mother, etc), their
occupations. With a sudden shift of what the person is able to do following traumatic injury, he
or she can no longer describe him or herself by prior occupational abilities and roles, and so the
person is stripped of identity. This shift is reflected in the words of women who suffered from
spinal cord injuries and felt that their pre-injury identity was gone and their unique traits were
stripped away (Chau et al., 2008). Individuals who are living with motor neuron disease stated
that with the loss of the ability to do certain activities due to the continued progression of their
disease, there was an erosion of doing and being (Brott et al., 2007). This loss of ability
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undermined the individuals living wr*, .o,o, n"uron disease's, "sense of self by robbing them of
valued occupations that connect them with others, give a sense of vitality and interest and
express who tlrey are" (Brott et a1.,2007 , p.28).
Occupations help to contribute to the development of identity, especially when the self
and others think that they are done competently (Christiansen & Townsend, 20&1). Occupations
are the key to being a particular person (Christiansen, 1999). They help people feel unique, and
accepted by others, because occupations are not completed in a vacuum. They are completed
within a social context. Individuals' daily occupations help to assert to others that they are
competent at what they do, and they are people of worttr (Christiansen, 1999). Choice in
occupations is influenced by social and cultural expectations, in addition to the individuals'
personal preferences (Christiansen, 1999). Culture shapes the identities people assume, and how
they view the world (Watson, 2006). krdividuals interact within many sub-cultures; therefore,
they also have multiple identities (Watson, 2006).
The occupational theory of human nature states that all people, "unless prevented by
congenital or acquired dysfunction, engage in complex and self-initiated occupational behavior
because of their species' common combination of biological featurcs, such as consciousness,
cognitive capacity, and language" (Wilcock, 1998, p. 29). Humans desire to engage in certain
occupations because they are meaningful to the individual. What is meaningful to a therapist in a
rehabilitation clinic may not be meaningful to the client with whom he or she is working. When
occupational therapists try to place their own values on their clients' occupations, then
possibilities become limited (Watson, 2006). Thus, a firll understanding of who a person is and
what occupations they desire to engage in must be established at the onset of therapy. Goals in
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inpatient rehabilitation should reflect both what is important to the individual, and what is
necessary to be achieved to be safely discharged. Accounts in literature cite participants who are
more defined by their diagnosis than their self (Chau et al., 2008).
Defining an individual by what they can do, their existing abilities, is a view that many
participants in studies wished the rehabilitation specialists, and society at large, would take
(Desanto-Madeya, 2006; Faircloth, Boylstein, Rittman, & Young, 2004; Gallagher &
Maclachlan, 2001; Salick & Auerback,2006). Acknowledging the value of the individual's
existing abilities and capacities is more curative and empowering than focusing on what he or
she cannot do. Some of what an individual with a disability camot do is a rcsult of social and
envirorunental barriers that the person does not have control over. These environmental barriers
can result in the individual feeling that he or she does not have control over the world around
him or herself (DeSanto-Madeya, 2006). A more positive outlook would be fostering the skills
that he or she has, and the activities that the person is able to participate in, giving the person
increased confidence in his or her abilities. Participants in a study by Gallagher and Maclachlan
who had positive self-concepts believed that their actual or perceived losses did not affect the
value of their existing abilities (2001).
Rehabilitation and Independence
Criticism has been raised that rehabilitation focuses on what the person cannot do (Salick
& Auerbach, 2006). This negative focus frustrates the participants who often already feel
dehumanized through the medical process and the sudden loss of abilities. The therapy process
should focus on making the individual as independent in daily activities as possible. Giving the
person a perceived sense of control in the areas where the person is not independent would
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increase their motivation and positive self concept (Brott et al., 2007). Independence for some is
not defined by the number of tasks that can be completed, but by the quality of life that is
achieved, and the perceived control that the individual has on their environment (Galvin, 2005).
Individuals need to be able to assert who they are and what they can do in order to protect their
identity (Charmaz, 1995). Good practice within occupational therapy involves client centered
interventions where choice, inlluence, and power are all shared (Barclay, 2002; Nielson et al.,
2005).
Following a traumatic injury, an individual may feel dependent on others for all aspects
oflife, and unable to make independent choices; shame and frustration can result (Galvin, 2005).
Individuals with spinal cord injuries report feeling like they arc given no choices in
rehabilitation, and treated by their level of injury rather than their individual dnracteristics and
traits (Chau et al., 2008). Seemingly small actions, such as allowing the person in rehabilitation
to choose what clothing they would like to wear, gives the individual increased autonomy and
self expression (Chau et al., 2008).
Feeling reliant on others makes it difficult for individuals with disabilities to engage in
everyday activities and fill their time (Brott et al., 2007). Activities may be given up by the
person with a disability because they are unable to do the activity independently and do not wish
to ask for assistance. Following traumatic spinal cord injuries, some men said that they felt "less
than a man" due to the reliance on others for things such as a bowel and bladder program
(Hemandez, 2005, p.128). The men said that they felt embarrassed and like a baby again
(Hemandez, 2005). With so much reliance on others for very private activities such as defecation
and urination, the individuals werc rcluctant to ask for help for nonessential activities.
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Client centered treatment allows an individual to feel valued and an equal member of the
rehabilitation team (Chau et al., 2008; Gallagher & Maclachlan, 2001: Lund et al., 2007). With
empowerment medicine, occupational therapists and other rehabilitation professionals can help
to guide their clients toward acceptance ofnew identities that incorporate their disability (Kurtz,
Saint-louis, Burke, & Stineman, 2008). Through this process, individuals can reaffirm how they
think and feel about themselves tbrough the use of occupations (Fine, 1991). Increased
involvement with the rehabilitation process is associated with increased positive outcomes and
increased quality of life with participants (Kurtz et al., 2008).
Quality of Life
Quality of life (QOL) lacks a non-biased or culttually-bound definition (Hammell, 2004).
QOL is defined in many different ways, reflecting what is valuable to the culture of the person,
or group of people. Comparing Westem views of QOL to that of culnres dominated by Eastem
religious views can illuminate these cultural differences. In Miles's article he commented that,
"While researchers ftom the dominant Westem Culture tend to associate QOL with
having opportunities for an anay of choices, material comforts and the freedom to engage
in the'pursuit ofhappiness'- and consequently design studies to asses these factors 
-
such discussions appear naive and irrelevant to those whose values are informed, for
instance, by Buddhist philosophy, where a life of quality compromises right conduct,
right thinking and right living in rcsponse to the realities of everyday life" (p. 59 as cited
by Hammell, 2004, p. 492) .
If Westem views of quality of life cannot be generalized to Eastem culnres, it may seem equally
naiVe for researchers who are not disabled to choose categories for QOL assessments that are
Occupationalldentity 14
meaningful to individuals with disabilities (Hammell, 2004). Grossly ill fitting life satisfaction
scales have been used with individuals who have sustained spinal cord injuries, such as the Life
Satisfaction of the Elderly Scale which was designed for an older, predominately female
population, while individuals living with spinal cord injuries are predominately between the ages
of 16 and 30, and male (Hammell,200q. Studies have identified the following as elements
individuals who have been institutionalized in some way might want and find valuable in QOL
scales: privacy, freedom, choice, ability to leave their home, control over their body, and dignity
(Hammell, 2004). These are elements that are usually not considered necessary or worthy of
putting on a QOL scale, unless the researcher has experienced life devoid of these qualities.
Presuming QOL studies reflect the actual life satisfaction of the individual who has
suffered from a traumatic injury, certain factors have been statistically determined as sigtificant.
In a Swedish study by Lund et al. of people living with spinal cord injuries (SCI)s, it was
determined that if an individual with a SCI can participate to the same degree as an able-bodied
Swedistr citizen, then the person's quality of life will be equal (2007). If retrabilitation is able to
addrcss the severe participation problems that individuals face after injury, then life satisfaction
for individuals with spinal cord injuries will increase. This rehabilitation process requires
addressing the physical, psychological, and social barriers that limit the participation of the
individuals in this population. Autonomy outdoors, such as participation in activities within the
community showed the strongest correlation with the nine life satisfaction items included in this
study (Lund et al., 2007). Community participation, although identilied as highly correlated to
life satisfaction in this study, is an area that inpatient rehabilitation often does not have the time,
funding, or resources to address.
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Decreased amputation related pain and increased sexual satisfaction both. independently
predict a positive QOL as determined thorough a study of individuals following amputation of a
limb (Walter & Williamson, 1998). Contrary to what researchers previously believed, sexual
satisfaction is determined to be unrelated to the ability to perform demanding physical tasks
(Walter & Williamson, 1998). An increased sexual satisfaction is correlated to an increased
QOL; however, pain and medication may decrcase an individual's sexual satisfaction (Walter &
Williamson, 1998).
Areas that are determined significant in a meta-analysis of studies regarding QOL for
individuals with tetraplegia include: meaningful relationships with friends and family, privacy,
opportunity to pursue valued occupations, meaningful social roles, and financial security
(Hammell, 2004). Opportunities to contribute and create through occupation are correlated to
increased quality of life for individuals with high SCI (Hammell, 20Ot). QOL is not influenced
by employment status, or level or extent of physical dependence (Hammell, 26rQzf). Paid
employment is not a determinant of QOL, but volunteer work and ability to pursue hobbies are
regarded as determinants of life satisfaction (Gal vn,2C[4 Hammell, 2004). Choice and
perceived independence in completing activities are morc important for individuals following
injury than fte extent of physical dependence or extent of injury. QOL is also not dependent on
the extent of physical injury such as percentage of the body that sustained a bum injury, or the
level of SCI (Gilboa,200l; Hammell,2004).
Social Support
Beuer adjustrnent occurs following a traumatic injury when individuals have social
support (Horgan & Macl,achlan, 2QQ{; kvins, Redenback, & Dyck, 2Q[zt). For individuals with
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amputations following land mine explosions, the presence of social support acts as a buffer
against post-traumatic stress disorder (Ferguson et al 
'2004). Social integration and economic
opportunities allow individuals to feel normal, something that they identified as an important
milestone in the recovery process (Ferguson et al., 2004). The support of friends is described as a
metaphorical second skin for individuals who had traumatic bum injuries (Gilboa, 2001), and
perceived social support was also described as a buffer to psychological distress (Wald &
Alvaro, 2004). Social support is also associated with decreased pathological psychological
symptoms in this population (Gilboa, 2001). This may occur through prevention of loss of self-
esteem, social isolation, and loneliness (Gilboa, 2001). Individuals with tetraplegia identified
social support as an element of a satisfactory life in several studies (Hammell, 2004). Often the
way that individuals are able to participate in meaningful occupations following a traumatic
injury is through others pushing them, or just being there in support of them (Isaksson, kxell, &
Skar,2007).
Peer mentoring was often listed as a positive form of social support, especially soon after
an injury (Dewar & Lee, 2000). An injured person may compare themselves to others to see how
he or she is doing in the scheme of things. It is better if the individual is allowed to choose who
he or she would like to compare themselves to, it allows for autonomy in the process (Dewar &
ke, 2000). Autonomy in peer mentoring allowed the individuals to see that someone is always
worse off than themselves, providing some comfort (Gallagher & Maclachlan, 2001). Peer
interaction and counseling in the hospital allowed the participants to see that rehabilitation is
possible, creating increased motivation to participate in the retrabilitation process (Gallagher &
Maclachlan, 2001). krdividuals with spinal cord injuries reported that in their hospital experience
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the information from other patients was often at least as helpful as information from the staff
(Sand, Karlberg, & Kreuter, 2006). This information from the other patients was often more
specific, practical, and relevant than the information from the staff (Sand et al., 2006).
Many people with disabilities receive support through the use of the intemet (Miller,
2008). People with disabilities are less likely to use a computer and the intemet, but those who
did used it twice as much as their able bodied peers (Miller, 2008). The internet can help with
social connectedness in a non-stigmatizing way, improving quality of life (Miller, 2008). The
anonymity of the intemet allows the individual to try to make connections with others, without
having to reveal that they have a disability. These virtual cormections decrease social isolation,
especially with people who have mobility impairments (Miller, 2008). The intemet; however, did
not have a sigrificant impact on perceived social support, and it can be a solitary activity that
distracts from time spent in person with loved ones, or engagement in other meaningfirl activities
(Miller, 2008). Additionally, the participants' overall sense of well being was negatively
correlated with hours of internet use (Miller, 2008). The intemet can have positive and negative
effects on the quality of life and social connectedness of people with disability. It may be that
social connections made using the internet can be a way to gain confidence, speak to peers with
similar injuries, and create a gateway to other connections made in the non-virtual world.
There is a correlation between low social support, decrease role satisfaction, and an
incrcase in psychological distress (Chan, ke, & Lieh-Mak, 2000). In order to foster better
recovery it was recommended that individuals have shong informal and formal social support
(Cagnett & Cicognani, 1999). Social support can assist in recovery and adjustment to injury, but
the individual is the one who ultimately must bear the injury (Dewar & lre, 2000).
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Occupational Identity
Occupations are meaningful everyday activities. Following a traumatic idury,
participation in certain of these activities often decreases or is eliminated totally (Chau et al.,
2008; Horgan & Maclachlan, 2004). To retain a self concept or identity an individual needs to
be able to assert who he or she is by what he or she does (Charmaz, 1995). All people feel the
need to create and preserve an identity that is acceptable to their self and others (Christiansen,
2004). Identity must develop through interactions with others, as social acceptance is
fundamental to human well-being (Christiansan, 2004).
People create meaning through stories, which allows them to each create a unified
identity and gives them a way to interpret the experiences of their lives (Christiansen, 2004).
Narrative identity describes a continued sense of time that chronicles an individual's self concept
by past actions and roles as connected to current occupations and roles (Crossley, 2000).
Narrative psychology maintains that lives only have meaning through stories, and stories are
what we do: actions, occupations, events, and the meaning attached to these actions (Crossley,
2000). The literature in the discipline of occupational science also discusses tle importance of
the narrative and occupations relationship as it affects an individual's identity (Clark et al., 2000).
Narratives or stories can be a tool to help individuals make sense of their identities following a
traumatic shift in occupations (Royeen, 1995). These narratives can help to provide a perspective
on the experience (Simo.Algado, Mseehta, Kronenber, Cockbum, & Kirsh, 2002). This
perspective creates a context to regain meaning and make sense of the experience; essentially it
helps to normalize the experience for the person (Simo-Algado et al .,2N2). This process can be
especially helpfirl when the process is done with peers who have experienced similar events
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@evlieger et al., 2007). The narratives can help to create coherence to the person's experiences
and changed values (Devlieger et al.,240T.
Following a traumatic physical injury such as a bum, amputation or SCI, individuals are
often unable to describe themselves by the continued or current participation in previously held
occupations (Kurt et al., 2008). Narratives can help to create a continuum for these individuals to
understand that they are the same person, even without the ability to engage in these previously
held occupations.
Participation
There are many barriers to participation that individuals who have had a traumatic injury
face. These include what the Occupational Therapy Performance Framework identifies as client
factors, factors that reside in the client and may affect performance in areas of occupation
(American Occupational Therapy Association, 2008). An individual's ability to engage in
occupations is decreased when the body, due to paralysis or other factors, is unable to perform
activities that it could prcviously. Without the ability to participate in occupations, individuals
experience an undermining of their understanding of who they are and what they can do; their
occupational identity (Brott et a1.,2007).
The World Health Organization classifies disability by the level of physical impairment,
and the degree that this impairment ultimately restricts the individual's participation in activities
(2001). This participation is how people name themselves by what they do.
Bariers to P articipation
There are many barriers to participation that individuals experience after a traumatic
injury. Participation may be barred because individuals believe they cannot do an occupation, or
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because they cannot perform the occupation with as much skill as they could previously.
Individuals may moum the loss of occupations (Brott et al., 2007). These occupations used to
help explain who they are, and these individuals often dislike trying to explain to others why
they can no longer participate in the occupations (Brott et al., 2007). Prioritization of activities
by others can also restrict occupational participation. This prioritization can include successful
completion of activities of daily living, but having others do more housework and play with the
children (Sand et al., 2006). This prioritization may seem practical to others, but may restrict the
individual's participation in valued occupations because of participation in very basic activities.
Attitudinal
Many studies identified other people as seeing the disability first before the person
(Charmaz, 1995; Chau et al., 2008; Gallagher & Maclachlan, 2001; Galvin, 2005; Munay, 2005;
Treloar, 1999). Similar to the individuals who had suffered from amputations following land
mine explosions, the change in attitude in individuals within these studies was a transformation
of importance from that of how others saw the person as disabled, to how the person saw him or
herself in relation to abilities rather than deficits. After the injury or illness, many participants
relied on others and negative attitudes to define who their self was (Galvin, 2005). They may
also have resentment toward their body. After amputations, individuals concealed their residual
limb, or tried to avoid having visual contact with it (Wald & Alvaro, 2004). h rime, the
individuals' identity was redefined into something more positive (Galvin, 2005). one participant
talked about the experience of feeling marginalized because there was something wrong with her
following the injury to later thinking that stre should, "stop hating [her]self and start to challenge
society'' (Galvin, 2005, p. 400).
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There can be an uncomfortable social confrontation that accompanies interactions with
people.with disability (Fine, l99l). Some individuals feel that others do not know how to
interact with people with visually overt disabilities (Harrison & Kahn, 2004). People on the street
may purposefully look away or stare at a wheelchair, prosthetic, or bum, not looking directly at
the person with the impairment. Some people who are disabled will voluntarily give up activities
that they enjoy in order to avoid the stares of other people (Chau et al., 2008).
Westem society highly values a normative aesthetically pleasing appearance, and when a
penon differs from this, norm, he or she is often the recipient of stares (Gilboa, 2001). In public
places stares can be degrading, especially when others view the person's wheelchair, prosthetic
leg, or bum scar before the person (Gilboa,2001; Gallagher & Maclachlan, 2001; Galvin, 2005).
People with visible disabilities experience eyes being averted from their direction, or the percon
pushing the wheelchair is the one who is addressed during conversations with others rather than
the individual sitting in the chair (Galvin, 2005).
Individuals may feel discouraged to participate in activities by the attitudes of others
(Hanison & Kahn, 2004). They may feel baned by their friends views of them following the
injury (L:vins et al., 2004), or through general social stigma (Horgan & Maclachlan, 2004). The
combination of other's attitudes and the person's own ideas about what it means to have a
disability can lead to a diminished sense of self (Galvin, 2005).
Temporal
One complaint of life following spinal cord injury and amputations is that the spontaneity
of life is gone (Desanto-Madeya, 2006; Gallagher & Maclachlan, 2001). For some individuals
after a spinal cord injury, everything has to be timed, based on bowel and bladder schedules, and
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the availability of caretakers (Chau, 2008). The feeling of loss of spontaneity can lead to
individuals feeling trapped by their surroundings. The feeling ofbeing trapped is reflected in the
opinions of individuals with high spinal cord injuries, who identified the ability to independently
leave the home as a predictor for quality of life (Hammell, 2004).
Autonomy
Individuals may feel that they have a decreased autonomy in their actions and decision-
making following a traumatic injury (Dewar & ke, 2000). Dependency on others affects the
individuals' identity and can make them feel powerless, vulnerable, and obligated to others
(Dewar & lre, 2000). These individuals may feel uncomfortable asking others to help them,
especially if assistance is already needed in many daily tasks (Chan et al., 2000). The individual
may feel that he or she is already a burden on caregivers, and thus feel reluctant to ask for further
assistance (Chan et al., 2000). Reliance on others can result in a feeling of frustration and shame
(Galvin,2005).
When using paid personal assistants rather than relying on the good will of others,
individuals with disabilities perceived an increased control over their lives (Galvin, 2005).
Because these assistants were paid, it was their job to assist the person to engage in desired
activities, rather than a favor. This arrangement leads to increased perceived mntrol, and ttrus
participation (Brott et al.,2m7). However, as with many aspects of contemporary society,
money is often a determining factor for the presence of a personal assistant. Even if the family
can find help at home, many injured individuals cannot afford the expense (Degraff & Schaffer,
2008).
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Financial
Financial considerations are a barrier to many individuals participating in occupations
after experiencing a traumatic injury (Chan et al., 2000; kvins et a1.,2ffi4).Identity is described
by Charmaz as the interaction between the individuals' definitions of who they are and other's
views and wishes; however, she also comments that money is often a mediating factor in the
achievement of this identity (1995). The rehabilitation process is expensive, as are the many
durable medical equipment products that individuals need to buy to be able to complete daily
activities. Dealing with insurance companies, including worker's compensation can be a stress
on an individual (Wald & Alvaro, 2004). Therc is always the fear that the insurance will not pay
for rehabilitation, or not pay for it fully, resulting in a huge cost for the individual and their
family (Wald & Alvaro, 2004). Financial difficulties following traumatic injury can put a great
amount of stress on the individual with the injury and their family and friends (Degraff &
Schaffer, 2008). However, the development of economic opportunities led to a sense of normalcy
for the injurcd person (Ferguson et al., 2004). Increased financial security together with the
opportunity to pursue valued occupations is associated with a high quality of life (Hammell,
20n/.).
Environmental
The built and natural environments can restrict participation in activities @egraff &
Schaffer, 2008; Gallagher & Maclachlan, 2001; lrvins et al.,2C04; Sand et al., 2006). These
restrictions can include snow, heat and rain, (Gallagher & Maclachlan, 2001), as well as stairs
and curbs, and transportation (Degraff & schaffea 2008; sand et al .,2N6). kraccessibility to
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buildings, restriction of where a person can enter buildings, or fear of mobility without slipping
in the rain or snow limits a person's participation, in a way that many non-disabled people do not
understand. Individuals also expressed frustration that they had to enter buildings from the back
or use delivery elevators while able bodied people did not have to worry about such things
(Munay,2005).
Psychological
Individuals may experience flashbacks when they do activities, or are in areas similar to
those associated with their injury (Wald & Alvaro,2004). Situational anxiety, fear of being in the
place where the injury occurred, can inhibit further work in the field where the person was
injured (Wald & Alvaro, 2004). Individuals can experience stress due to trying to balance the
demands placed upon them and their own perceived resources, skills, and abilities (Degraff &
Schaffer, 2008). Social support was found to buffer against post-traumatic stress disorder in
Vietnam veterans (Ferguson et al., 2004). Although I in 5 soldiers were at risk for psychological
concerns, better outcomes, and rcduced rates of post-traumatic sEess disorder occuned when
they were treated early, close to the battlefield (Streisan, 2006). Individuals experienced
heightened anxiety in the first year following an amputation, but this anxiety was found to be
comparative to the rest of the population 2-20 years after the injury (Horgan & Macl,achlan,
20M). Their coping was found to be similar to others without injury (Horgan & Maclachlan,
2004).
Therc are different methods of coping with stresses placed on people. Emotion focused
coping increases comfort, but does not ad&ess the problems that the person faces (Degraff &
schaffer, 2008). Problem focused coping addresses the problems, but this method is only
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effective if these problems can be reduced or resolved (Degraff & Schaffer, 2008). The best way
of coping is a combination of the two methods, because the person needs to be able to manage
stress and solve the problems that they face (Degraff & Schaffer, 2008).
Coping can also be described in relation to locus of control. Individuals with extemal
locus of control tend to believe that events are outside of their control, while those with intemal
locus of control feel that they can have an effect on the events of their life (Cheun Chung,
Prevenza, Papandreou, & Prevenzas, 2006). Extemal locus of control is associated with
individuals feeling more helpless, and the development of worse health outcomes (Cheun Chung
et al.,2006).
Denn graphics Related to P articipation
Demographics are '"the statistical characteristics of human populations ([such] as age or
income) used especially to identify markets" (Merriam-Webster Online Dictionary, 2009). These
characteristics can include education, gender, age, income, and the type of injury sustained.
kvel of Education
lower education is associated with increased role limitation, especially in less developed
countries (Gunawardena, Seneviratne, & Athauda, 2006). krdividuals with less education before
an injury were more likely to be unemployed post-injury (Dijkers, 1996). Following a
devastating injury, individuals may need to find jobs that require more intellectual than physical
abilities. These jobs are more likely to require increased education and training. Higher
education, defined as high school and beyond, is associated with increased ability to cope under
difficult circumstances (DeGraff & schaeffer, 2008). Therefore, individuals with traumatic
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injuries and lower rates of education are an at risk population that should be paid special
consideration in terms of their educational and coping prospects.
Gender
Social support seems more important for women than it is for men (Isaksson et a1.,2007).
They may be the ones seeking out emotional and informational support to help them deal with
their injury (Isaksson et al., 2007). Women are more resilient in the face of adversity. If men
were not able to achieve goals following injury they would just drop them, while women would
continue to pursue their goals as demonstrated in a study by Charmaz (1995).
Age
Age is another demographic factor affecting adjustment following a traumatic injuy. Age
is negatively conelated with adjustment following a spinal cord injury (Cheun Chung et al.,
2006). One reason for this difficulty with adjustment was because the elderly had more difficulty
with social integration (Cheun Chung et al., 2006). This difference may be due to decreased
social networks, transportation, or a reluctance to engage in new occupations. Age was not
correlated to Post Traumatic Stress Disorder; however, younger people were more likely to use
an extemal locus of control when thinking about their injury, which is the type of coping that is
more likely to lead to negative outcomes (Cheun Chung et al., 2006). The use of an extemal
locus of control when thinking about the injury may be partly due to the perception by young
people that they are invincible, and that they cannot get hurt. In adjustment to injury, younger
people found it more natural to be looked after by their parents than older individuals (Cagrett &
cicognni, 1999). Being looked after by their parents may be seen as more of a stress by the
older individuals, since they have been flrnctioning without parental support for longer than
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young adults or teenagers. Older individuals werc more likely to try to continue previously held
occupations, while younger people were more likely to try new ones (Warren & Manderson,
2008).
Type of Injury
In a study of individuals with spinal cord injury, people with paraplegia were more likely
than those with teraplegia to continue doing active recreation in which they previously
participated (Tasiemski, Kennedy, & Gardner, 2006). Conversely, those individuals with
tetraplegia were more likely to continue previously held quiet leisure activities such as cards or
reading (Tasiemski et al., 2006). Many individuals with both classifications of spinal cord injury
stopped participating in sports, traveling, socializing and going to concerts (Tasiemski et al.,
2006). Instead, they increased their reading and use of technology, such as the intemet
(Tasiemski et al., 2006).
Roles
After a traumatic injury many individuals have to give up previously held roles in
addition to the relinquished occupations due to disability. Previously held roles can include
giving up familial, community, societal, and economic status @erguson et a1.,2@4). All of this
giving up of roles can result in identity confirsion (Ferguson et a1.,2004). Role confusion can
also occur after military personnel come back from war (Litz & Orsillo, 2007). Decreased life
roles can be compounded if the person sustained a physical injury while at war (Litz & Orsillo,
2007). Individuals may feel that their roles, and the vitality that these roles used to bring, are
threatened (Brott etal.,2007). Some individuals want independence, but they do not want to
offend the people that they rely on (Brott et al., 2007). other individuals can experience role
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dissatisfaction because they feel that they are not able to live up to the expected social roles they
once held (Chan et al., 2000).
Gender confusion often results from traumatic injury. Men who had been gang members
before sustaining SCIs stated that they felt like less than a man following the injury (Hemandez,
2005). Individuals may feel less sexually attractive following a traumatic injury, and society
helps to propagate this stereotype. American cultue has previously dismissed sexuality among
individuals with physical disabilities as maladjustment (Walters & Williamson, 1998).
lndividuals with disabilities often experience other's reactions to him or her as, "how dare you
see yourself as a sexual being" (Galvin, 2005, p. 407). The ability to be sexually attractive,
motivated, and able to perform following traumatic injury is often not understood by able bodied
individuals. Women living with SCIs see society as not viewing them as sexual beings (Chau et
al., 2008). Arxiety can occur when individuals are unsure if they are sexually attractive with
their ctranged bodies, and how this will affect them in social and dating situations (Murray,
2005).
Meaning
Occupations are defined as meaningful activities. In order to find purpose in their lives all
individuals need to find some type of meaning in what they do. Without meaning, people lose
the will to live (Fine, 1991). krcluded in the concept of meaning, is the ability for people to
retain their own attitude about what happens to them by choosing how to interpret and explain
events (Fine, 1991). Frankl, who has experienced deep suffering and stripping of identity
through time spent in Nazi concentration camps during World War II, maintained that if there is
meaning to life at all there is meaning in sutrering (1967). Through his experiences, Frankl
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developed the concept of logotherapy. He maintained that the way for a person to believe in the
future and continue during adverse circumstances is to know that there are tasks that the person
needs to complete (Frankl, 1967). The person who is suffering must know that there is
something to look forward to in the future; that a person or life in general awaits him or her
(Frankl, 1967). This belief contributes purpose or meaning to the person even when other roles,
social interactions, and occupations are taken away from the person.
Individuals experiencing medical trauma must also find a personal meaning within their
suffering (Salick & Auerbach, 2006). Personal meaning helps the individual experience a sense
of control over, and purpose in, their experience (Salick & Auerbach, 2006). One way to create
meaning in a devastating event is to reframe the event. After an amputation, many individuals
feel lucky to be alive, and try to see the positive meaning in their injury (Horgan & Maclachlan,
2004). This reframing helps the individuals cope and create some meaning in what has happened
to them. Finding meaning and purpose after a traumatic event helps to sustain people (Fine'
1991). krdividuats find their purpose in religion, politics, social causes, and odrer groups (Fine,
1991). In addition to feeling like they are helping to better themselves or others, belonging to
these social groups can be a way to sustain an identity or create a new one (Fine, 1991).
Individuals may need to create different life goals following a traumatic injury. They may
need to create new long term and short term goals for their life (DeGraff & Schaffer, 2008).
These goals are a way for the individuals to fmd a reason for continuing each day (DeGraff &
Schaffer, 2008). This process is similar to Frankl's Logotherapy, that the person needs a goal or
purpose to continue on with life, especially when challenged by adversity (1967). In creating
these goals, a shift in meaning of activities may occur. The person may change how he or she
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engages in the activity, and what is defined as full participation (Rochette, Komer-Bitensky, &
Levasseur, 2006). One example may be defining a full game of golf as playing t holes rather
than 18 (Rochette et al., 2006). This redefining allows the person to have control over how he or
she participations in the occupations in his or her life (Rochette et al., 2006). Meaning is
constantly changing within a person's life, and this meaning is understood and interpreted
through the participation in activities (Crossley, 2000).
Occupational Shift
An occupational shift can result after a traumatic injury. This shift occurs due to a shift in
values and occupational pattems after a reevaluation of self (Rosenfeld, 1989). This occupational
shift either can have positive or negative effect on the individual. Many individuals who
sustained SCI due to involvement in gang violence saw their injury and rehabilitation as a wake-
up call (Hemand ez,2D5). Many of these individuals described a rclief in being alive and not
having any more involvement in the gangs (Hemandez,2ffi5). For these individuals the
occupational shift after their traumatic injury was a positive one. For many others, the
occupational shift has negative results in which activities must be given up without replacing
them with other meaningful occupations. Negative coping mechanisms such as alcohol and drug
use can result from maladjustment to an occupational shift with negative results (Rosenfeld,
1989). This negative result can be fruther complicated by individuals with pre-existing or co-
morbid psychological symptoms such as post traumatic strcss disorder.
Identity and occupational shifts occur throughout life as reactions to life events. These
different identities are expressed through occupations in the context of the individual's life (Clark
et al., 2000). This identity change may or may not be consistent with the way in which the
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individual is viewed by others (Christiansan, 20O+). Injuries and illnesses can be an impetus for
an occupational shift; "people who receive unexpected devastating diagroses may suffer a crisis
of the self ' (Charmaz, 2N2, p. 365).
For the individual to understand the changes that have occurred, and to accept that their
future may have changed, reflection needs to occur (Christiansen, 1999). In many rehabilitation
settings, and even after the person has gone home, there is no time for this needed reflection
(Chau et a1.,2008; Sand et al., 2006). Some individuals felt that tlrey were never alone, and this
hindered their adjustment (Sand et al., 2006). In this reflection, individuals can set new long and
short term life goals, and tie recent traumatic events with the rest of their life narrative or story.
The person rebuilds him or herself through comparison to the past; a creation of continuity
(Cagnett & Cicognani, 1999). It is important that, as former self images are deemed not
consistent with the current self, new ones are formed, or else the individual will experience
identity confusion (Kurtz et al., 2008).
In reflecting upon changed life circumstances, a shift in values may occur. This shift in
values can include the individual feeling more patient, humble and appreciative of the small
things (Sand et al., 2006). Many seemingly simple parts of life are more appreciated when it is
understood how quickly everything can be taken away (Desanto-Mad eya, 20[6; Harrison and
Kalm, 2004; Rosenfeld, 1989). Especially when a person did not have a positive previous life
trajectory, disability can be a tuming point in the person's life (Hemandez, 2005). Deoeased
psychological stress can occur when the person is freed from the culturally bound definition of
what is and is not valuable (Fine, l99l).
Occupationalldentity 32
If this process of reflection is not completed, individuals can persist in trying to fill
prcviously held roles that they can no longer complete, until they do not know themselves
anymore (Cagnett & Cicognani, 1999). Individuals often have difficulty establishing a new
identity that is consistent with the old identity (L,evens & Redenbach, f,Q@). Occupational
therapists can work with their clients to help them discover and accept a new identity that
incorporates the new impairment or disability (Kurtz et al., 2008). The profession can do this
most effectively through examining the qualities that promote positive adjustment following a
traumatic injury.
Chapter Three: Methodology and Procedures
This chapter contains the method by which the researcher conducted the study and the
manner in which the data was analyzed. The survey instrument, participants, and data analysis
procedure will be discussed. The goal of the study was to answer the following research
questions.
Research Questions
1. Are the participants satisfied with their current occupations?
2. Is there a shift in occupational identify following traumatic injury, and what contributes
to it?
3. What are the factors associated with an occupational identity shift following a traumatic
,nj*y?
4. What baniers to participation do individuals experience following a traumatic injury?
Hypothesis
Individuals who have undergone a traumatic injury such as a bum, spinal cord injury or
amputation will experience a shift in occupational identity. They will also experience a decrease
in participation in meaningful occupations.
Subjects
The researcher in this study wished to identify if an occupational shift occurs following a
traumatic injury, and if so what factors lead to this shift. The procedures for this study were read
and approved by the Occupational Therapy Department of Ithaca College on September 9, 2008.
The study was then read and approved by &e Intemal Review Board of Ithaca College on
October 10,2008 (Appendix A).
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The criterion for participation in this study was that the individual must have experienced
a traumatic injury between one and five years ago. This choice of time period was based on
studies (Cagnett & Cicogrrani, 1999; Chan, ke, & Lieh-Mak,2000; Dlkers, 1996; Sand,
Karlberg, & Kreuter, 2006) that identified this time period as the transitional time period to
injury. Some studies cited 2-7 years (Dijkers, 1996), or l-10 years, but the researcher took a
conservative route and used 1-5 years post injury. Traumatic injuries include, but are not limited
to, traumatic amputations, burns, and spinal cord injury.
Exclusionary Criteria
One exclusionary criterion from this study was that participants ca lot be under the age
of l8 at the time of survey. This exclusion based on age was due to inability to give consant
without a parent or guardian, and the desire to use the adult population in this study. Another
population that was excluded from this study was that of individuals who have a diagrosed
traumatic brain injury or intellectual disability. This exclusionary criterion was due to the fact
that deficits in cognition and executive firnction may have affected the potential participants'
ability to accuately answer the questions associated with this study.
Individuals whose identified injury was not incurred in a traumatic manner were also
excluded. The researcher determined a traumatic event to be something that has a definite onset.
Therefore, while an amputation due to diabetic neuropathy may be perceived as traumatic by the
participant, it is a result of a progressive disease and does not have a discrete date of onset.
hrdividuals with this type of amputation would therefore be restricted from this study.
Progressive diseases that would also be excluded include diseases such as Multiple Sclerosis,
Amyotrophic l^ateral Sclerosis, or cancer. In contrast, an individual who experienced a fall,
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motor vehicle accident, or crustring injury would be considered as eligible for the traumatic
aspect of the study because their injury was the result ofa discrete event. Although individuals
were made aware of the criteria for participation, exclusionary criteria were also used to screen
retumed surveys for appropriateness in the study.
Recruitment
Individuals were recnrited and participated in the survey entirely online. It has been
found that surveys taken on the web and using paper and pencil were virtually identical in terms
of reliability (Miller, 2008). One positive result of the use of the intemet was it allowed the
researcher to gain increased access to a geographically diverse population.
Subjects were recruited through a convenience sample from online national support
groups in one of two ways. One method the researcher utilized to obtain participants for the
survey was through directly contacting potential subjects. This contact was initiated through the
posting of the informed consent form with the survey hyperlink (Appendix B) in group emails
and web forums. The other method the researcher utilized was through contact with the support
groups using the recmitment letter (Appendix B). The contact individual at the support goups
then determined if the study was appropriate for the particular population. If the contact
individual deemed the survey appropriate, then the members were notified of the study through
the informed consent form which contained the survey hyperlink. Upon leaming about the study,
the panicipants did self-selection by completing the survey.
The informed consent form of the study was posted on a variety of electronic forums for
individuals who had experienced bums, amputations, and spinal cord injuries. The 16 national
support groups utilized include: the National Spinal Cord krjury Association, Amputee Coalition
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of America groups, Facebook groups, Yahoo groups, and Carecurc Forum for individuals with a
spinal cord injury. For a complete list of support $oups contacted, see Appendix D. The study
was posted on an ongoing basis from November 8, 2008-December 22,2N8. The access to the
survey was closed for potential participants on January 18s, 2009. It is unknown how individual
participants accessed the survey, and to be able to track this would have decreased the anonymity
of the participants. It is suspected, due to the number of individuals who started the study that not
all of the national support groups contributed participants, but it camot be empirically
determined.
Some individuals who desired to participate in the study encountered electronic enors in
the hyperlink. Many of these individuals contacted the researcher for assistance in accessing the
hyperlink. The researcher emailed the informed consent to the individuals, as well as directions
on how to copy and paste the link into the potential participant's web browser if the hyperlink
still did not function. The contact information of participants who emailed the researcher
regarding access to the study, or to voluntarily and in an unsolicited manner identify themselves
as potential participants in a follow up phone or email interview, was deleted upon the
completion of contact. This contact information was not associated with the survey data in any
way.
Measurement
This study employed a mixed methods approach to research. It has been commented in
previous research that mixed methods would be a good way to approach issues such as those
surrounding quality of life in people with spinal cord injury (Hammell, 2004). This mixed
methods approach consisted ofa researcher-created survey employing multiple choice and short
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answer questions (Giesbrecht, 2005). The survey tool was created on Survey Monkey, an online
survey program, and included nominal and Likert-like measures as well as short answer
responses. The instrument can be found in Appendix C. Certain demographic questions such as
gender and ethnicity were intentionally structured so that the participant could answer with
whatever response they were most comfortable. Research was used extensively in the creation of
the multiple choice questions, and which demographic information might be deemed important.
Many of the studies where this information was found employed qualitative methods of research.
In these studies, the words were the participants' own, and the themes were grounded in the
participants' direct words. The researcher did not want to limit the choices for the short answer
questions by limiting which roles the participants could choose. The use of short answer
questions created a richer data set. Using short answer resPonses, the researcher was able to
create themes, as well as use the narrative accounts of the participants to complement the
quantitative data.
To increase potential enrollment, the rcsearcher desired the participants to be able to
complete the survey quickly with little to no confusion. The potential participants were informed
through the recruitment and informed consent letters that the survey should only take 10-15
minutes to complete. Participants who wrote longer responses to the short answer questions may
have taken more time; however, through visual analysis, it can be determined that the majority of
the individuals took between l0 and 20 minutes to complete the survey.
Validity
The survey instrument was reviewed by the Occupational Therapy Department of Ithaca
College, two occupational therapists practicing in relevant practice settings, one educational
Occupationalldentity 38
psychologist, and one clinical psychologist for content validity and sensitivity to vulnerable
populations. The researcher modified the instrument based on feedback from the rcviewing
professionals. The survey tool was created using the Model of Human Occupation (MOHO) as
the guiding theory (Kielhofuer, 2008). The language of the survey is consistent with the
definitions and key terms of the MOHO. Some of the more clinical language was clarified using
vernacular language that was more appropriate for the wide range of reading abilities and levels
of understanding of the potential participants.
Analysis and Interpretation of Data
All data was collected through the intemet using the online survey program called Survey
Monkey. Through a crude filter in Survey Monkey, over half of the surveys were excluded for
not being fully completed or being outside of the prescribed 1-5 year time frame. Subsequently,
the 50 filtered surveys were downloaded to Microsoft Excel and then into Statistical Package for
Social Sciences version 15.0 (SPSS). The data was visually analyzed for fulfilling traumatic
injury criteria, and statistically analyzed in a more nuanced filter to determine if the individuals
fit the l-5 year time frame.
The quantitative data was then analyzed in SPSS using valid percents, means, Pearson
Correlations, and crosstabs. Visual analysis of the qualitative data took place through the
development of thernes. Each of the nanatives was then coded into the applicable themes by the
researcher.
Study Limitations, Delimitations, and Assumptions
Some members of this study may have required a caregiver or other person to complete
the written aspect of the survey, creating a bias of the results, and a decrease of anonymity. The
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intemet allowed an incrcased number of people to access the study, but may have also created a
bias of the sample. The study only targeted individuals who can use a computer and the intemet.
It also may have excluded individuals who do not own a computer, although; if they had
transportation they may have been able to access a computer at work or the local public library.
Participants were recruited on a voluntary basis, and therefore rhe results only reflect
those who are willing to talk about their experience. This is a limitation; however, there was a
wide variety in the attitudes of the participants. Some werc very positive about their experience,
and others talked about the last couple of years in a neutral or very negative manner. While the
format of the survey design was self selection, it may represent a wider variety of opinions than
might be expected in such a recruitment method.
There are many individuals who have experienced traumatic physical injuries who do not
have access to the intemet, or are not a member ofone of the support groups contacted. The list
of support groups contacted was not an exhaustive list of available support groups; however, it
did include many of the largest intemet support groups for individuals with amputations and
spinal cord injuries. The largest online support group for individuals with burn injuries, Phoenix
Society for Bum Survivors, was revising their policy on research participation at the time the
survey was being implemented. Due to this rcvision, they could not make the survey available to
their members in time for use in this study. Because of the exclusive use of the intemet to make
individuals aware of and take the survey, the information can only be generalized to individuals
who have experienced traumatic injury, who have access to the intemet, and utilize intemet
support groups in some manner.
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Those who do not have access to the internet and do not utilize intemet support groups
may experience less social support than those who do utilize them. However, the population this
study accessed may also represent those individuals who feel the need to connect and gain
support through national support groups. The intemet allows individuals to participate in
different milieu without having to share with others that they have a disability or impairment.
Therefore, those individuals who have experienced a traumatic injwy who use the intemet may
experience less discrimination in that context than in other social interactions.
Participants may have experienced undiagnosed mental illness or traumatic brain injuries
that affect their responses and the degree to which they can participate in the study. However,
the presence of undiagnosed mental illness or traumatic brain injury in individuals may also be
representative of the population of the study.
The researcher excluded individuals who had experienced their traumatic injury prior to
five years ago and within the last year. This may have excluded valuable data; however, this
information may be used in follow-up studies on this topic.
The researcher assumed that the participants answered the questions honestly and
accurately. There is no way to verify that the information the participants provided was factual;
however, it can be assumed that if the information is not factual, it is accurate in terms of the
participants' perception of his or her experiences.
Chapter Four: Results
This chapter will present the results obtained from this study.
Demographics of Participants
One-hundred and seven individuals started the survey, and the 40 surveys that fit all the
inclusionary criteria were used for this analysis. The following data and results reflect this
number. No response rate was able to be obtained, because it is unknown how many people were
aware of the opportunity to participate in this survey.
Age of participants ranges from 18 to 68. The age mean is 46.5 and the median is 48. Self
identified ethnicity (N= 38) consists of 35 Caucasians (92.1%),2l-atinos (5.4Vo), and I African
Ameican (2.6%). The highest level of education of the participants identified varies from less
than high school to a master's degree. The results arc broken into the following: "Some College"
was identified by 35% of the participants; "Bachelor's Degree" by 22.5% of the puticipants,
"High School" by 15% of the participants, "Master's Degree" by 15% of the participants,
"Associate's De gren" by 7 .5% of the participants, and "t-ess than High School" was identified by
5% of the participants. In regards to community size, small town was the most commonly
identified, with 45% of the participants with that response. This percentage was followed by 40%
of the participants living in the suburbs, l0% living in an wban community, and 5% living in a
rural community. Participants' choices for household income ranged from less than $10,000 a
year, which is approximately the federal poverty level for a household of one, to $70,000 or
greater. These choices are in increments of$10,000 to grossly follow the delineations of the
federal poverty level. The results are on the following page.
4t
Table I
P artic ipant D emographic s
Survev Items
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n?o
Gender
Male
Female
Age
20-20
3l-40
4l-50
5l-60
6t-70
Years since injury
1
)
3
4
5
Yearly Income
lrss than $10,000
$10,000-$20,000
$20,000-$30,000
$30,000-$,10,000
$40,000-$50,000,
$60,000-$70,000
$70,000 or greater
18 45
22 55
5 12.5
t 2.5
15 37.5
lt 27.5
410
5 12.5
t2 30
lt 27.5
tl 27.5
1 2.5
5 14.7
2 5.9
6 17.6
3 8.8
6 17.6
2 5.9
10 29.4
Note: values may not add up to N=40 or lfi)% due to invalid data that was not include in the
analysis.
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The military population was not directly accessible due to the classified nature ofthe
Veterans Administration and the Department of Defense policy. However, active and discharged
service members leamed of the survey through civilian support organizations, and 4 completed
the survey. In addition to the 35 civilian participants (89.7%), there are 3 discharged military
participants (7.7%'), and I active military parl.iciparfi (2.6%) who completed this survey.
Type oflnjury
All of the participants had spinal cord injuries, bums, amputations, or bums and an
amputation. Within the total participants, 19 (47.5%)had a spinal cord injury. Spinal cord
injuries were further classified by level, and if they were complete or incomplete injuries. One
participant did not rcport a level in the description of their injury, 12 participants described
themselves as paraplegic, and 6 participants described themselves as tetraplegic. Seven
participants did not describe the completeness of their injury, 6 participants described themselves
as complete, and 6 participants described themselves as having incomplete injuries.
There were 19 participants who identified their injury as an amputation. Many of the
participants also identified the level that their amputations were, and if the injury was unilateral
or bilateral. The majority of the participants with amputations had below knee amputations, with
l0 participants responding as such. Within the rest of the participants with amputations, 6
participants had above knee amputations, 2 had above elbow amputations, I had a below elbow
amputation, and I did not report a ievel. The majority of the amputation population (N=16) had
unilateral injuries. Additionally, 3 had bilateral amputations, and I did not report.
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There was I participant who sustained a bum, and this participant's burn covered,169o of
her body. There was one participant who sustained both an amputation and a bum. This
participant had 65% of his body bumed.
Manner of Injury
Most of the participants, 47 .5%, were injured through a motor vehicle accident (N=19).
Within the category of motor vehicle accident, 9 of the participants were specifically injured in a
motorcycle accident. Eight participants had injuries with medical complications, 7 participants
obtained ttreir injury ftom a fall, 6 from active recreation, 5 from crushing, and 7 participants had
injures that did not fit within fte previously mentioned categories, or they did not report how
they obtained their injury.
Satisfaction with Occupations Post Injury
Participants were asked if they were satisfied with their activities post injury. Twenty-six
participants (65%) reported that they were not satisfied, and the other 14 panicipants (35%)
rcported satisfaction with current activities or occupations. The only factor that was significantly
conelated with satisfaction was age (r.445; sig (2 tailed) p =.004). Younger participants were
more likely to be satisfied with their current activities than older participants. Satisfaction was
not correlated to the following demographic data: level or extent of injury, community size,
income, household size, gender, military status, or level of education.
Barriers to Participation After Traumatic Injury
Participants were not rcstricted in the number of baniers they could pick as affecting their
occupational participation when completing the survey. The participants were told they should
check off all relevant barriers. As a result, the following percentages will add up to more than
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1007o. Loss of spontaneity was one of t}te most commonly identified barriers, and was chosen by
22 participants (55%). The physical environment was identified by many participants as being a
banier, with 22 participants (55%), who identified snow as a barrier, 19 participants (47.SVo)
identified hills, 17 participants (42.5%) idearifred non-accessible buildings, 17 participants
(42.5%) iderl;ified uneven ground, and 14 participants (35%) identified their house as a barrier.
Additionally, finances were identified as a barrier by l8 participants (45%),16 participants
(40%) reported that it takes too long to preparey'get to activities, and clothing choices were
identified by 14 participants (35%) as a barrier. Psychological considerations and social
interactions also contributed barriers to participation in activities. These barriers included the
following: 16 participants (40%) identified loss of interest, 15 participants (37 .5%) identifred'
other's views, I 5 participants (37 5%) idefilfied sadness, I 5 participants (37 .5Vo) identified
deprcssion, 13 participants (32.5%) identified stigma, and 13 participafts (32.5%) identified fear.
Support
Support for the individual with a traumatic injury may have offset the barriers to
participation in many cases. Two types of support werc listed on this survey: physical and
emotional. Physical support had a sub-question of how much support was given by the individual
or group, while emotional support did not. Again, the following percentages add up to greater
than 100% because participants were able to choose more than one source of physical and
emotional support. The individuals also had the opportunity to identify who was most helpful in
their recovery and how that person was helpful.
Occupationalldentity 46
Plrysical Support
The most common source of physical support for the participants was family. Twenty-
nine participants (72.5%) identified family as a source of physical support. The question did not
allow the participant to specify which members of the family gave the physical support. Friends
were identified by 14 participants (35%) as a source of physical support, and support groups
were identified by 5 participants (15%). The most common amount of support was minimal,
followed by incidental, maximal, and moderate.
Emotional Support
Emotional support was given to the participants mostly by friends, with 27 participants
(67.5%) identifying friends as a source of support. This percentage was followed by 15
participants (37.5%) identifying health professionals as a source of emotional support, 15
(37.5Vo) participants identifying pets, and 15 participants (37.5%) identifying others with a
similar injury as their source for emotional support.
How Others Helped
Eighteen themes of how others helped the participants were created from the narrative
data. As is the nature of creating themes from nanatives, many of them overlap, and many
narratives were coded with more than one theme. Nineteen participants identified 'bthers just
being there" as one aspect of support provided. This theme included statements such as, "she was
with me from day 1", "they came to visit me everyday'', "She was there for the whole thing from
the frst dr. app. to the last", and "he has really stuck in there with me and even though he left the
co[mpany]". 'Motivating and encouraging" was the second most commonly found theme within
how the participants were helped, with 12 narratives having this theme. This theme included
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statements such as "she didn't let me take pity on myself, and was always motivating me, and
pushing me to succeed in rcspectable dosages", and "[she] provided guidance, motivated by real
compassion". Eleven people wrote naratives with the theme of "being pushed by the supporting
person". These narratives included, "she was the one that would push me further, while still
protecting me", "[He] had me doing things I didn't think I could do" and "my brothers really
would not accept anything less of me due to my determination". The "extreme caregiving"
category included one man stating that his wife "gave up her life for me" and another participant
writing "my daughter helped me do everything while still in lOe grade". Another way
individuals helped the participants was through "increasing comfort". Nine narratives fit within
this theme. The "increased comfort" theme included statements such as, "she bent over backward
to make sure I was comfortable", and "my partner took care of me while I was bed-ridden for a
month." Other categories of note include: "love", which includes the statement that the
participant was provided with "unconditional love", and "similar struggle", which included a
statement about online support groups and why they were so important. "The most helpful
person is the people on care cure [web forum]. They provide the only human contact I have for
long stretches of time. They are helpful and supportive and the greatest source of knowledge
available anywhere."
Factors Related to Shift
Therc were four factors that were directly examined in this study in determination of
whether or not an individual experienced or is experiencing an occupational identity shift. These
factors included atti$des, roles, activities, and values, and each factor had between one and
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seven survey questions associated with them. The attitude questions were on a Likertlike scale,
and the other three factors were short answer questions.
Attitudes
Participants were asked if they agreed with the following statement: "My outlook on life
is more positive now than before my injury." Among the respondents, 16% strongly agreed,l6Vo
agrend,23% were neutral, 23% disagreed, and 19% strongly disagreed. To the statement: "I
spend mbre time by myself now than beforc the injvy" ,23% strongly agreed, 26Vo agteed,2l%o
were neutral, 23% disagreed, and 7% strongly disagreed. Participants overwhelmingly agreed
with the statement "I am more appreciative in the small things in life now than before my
injury", wittr 70% agreement. Thirty-seven percent strongly agreed,33% agreed,23qo wete
nettral, 5Vo disagreed, and 2% strongly disagreed. To the statement "I am as attractive now as
before my injury" , l47o strongly agr@d,26% agreed, 12% were neutral, 29% disagreed, and
21% strongly disagreed. To the statement "others do not see me as attractive or sexual as they
did before my injW',21% strongly agreed, 2l% agted,26% were neutral, 16% disagreed, and
16% strongly disageed. The participants generally agreed that "others see the injury first before
they see me". Tventy-eight p€rcent strongly ageed, 3OVo agteed,23Vo were nerfiral,1 Vo
disagreed, and 12% strongly disagreed. To the statement, "others would say I am a more positive
person now, as compared to beforc my injury", 14% srongly agreed,16qo agreed, 30% werc
rrcUlltral,2l%o disagreed, and 19% suongly disagreed.
Roles
In completing the survey, participants identified roles that they previously held, roles that
they hold now, and roles that they would like to have. These responses were categorized into
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themes. There are l7 themes of past roles, 21 themes of current roles, and 10 themes of roles
participants would like to have.
Before the injury 19 participants described themselves as active, and after the injury, just
3 participants used that word as a role descriptor. In some narratives this is a change that seems
very subtle. One man described himself as a "retired business executive. Very active" before the
injury, and now as a "retired business executive. Active". This man, while still describing
himself as active, has reduced his activity level following his injury. Another pafticipant said
that, "basically my life went from active to non-active". Twenty-nine participants described
themselves in some way as an employee prior to injury, while at the time of the survey the
number was cut in more than half, wittr just 13 respondents dascribing themselves as employees.
The numbers for student, and partner or married were stable for before and after injury, with 5
participants who called themselves students, and l0 participants who described themselves as
being a member of a marriage or partnership. Other familial roles decreased after injury. Sixteen
participants identified themselves in a parental role before the injury, and 14 participants
identified the same role following the injury. There was also a decrease in friend and caregiver
roles identified.
There was a shift in cunent roles to ones that most occupational therapists would not put
in a traditional roles category. These included concepts such as "completion of activities of daily
living" as a role. One participant wrote that he went from being a "lover of life, adventuret'' to
just ..survival". Another stated his roles now were "bed to chair, chair to bed". Because his day
was taken up by basic survival activities, there was little room for the development and
expression of other roles. Some pafiicipants expressed dissatisfaction with their change in rolqs.
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One male participant stated that he was a "construction worker, husband, [and] father" and was
now "more like Mr. Mom". For some, household duties can be rewarding and a valued role, but
this does not seem to be a role chosen by the participant. Another participant stated he was, "just
fulfilling the role as single father". Through the word 'lust" the participant emphasizes that this
was not the only role with which he would like to be identifying himself. There were positive
changes in roles as well. Some participants were able to develop roles that they may previously
have taken for granted. An example of this role development is reflected in the statement, "I am
a better father, husband, and friend".
The majority of participants (N=27), identified that they would like to be "better at their
current roles". One participant said, "I would be an involved mother and gtandmother. I can
accept this new disability, but physical limitations prevent the level of involvement I would
like." Twenty-two participants said that they would like to "increase participation in their current
roles". Nineteen participants said that they would like to "decrease the effects of their injury'',
such as decreasing pain, or medical complications. Participants also said that they would like to
increase social participation (N= 12), or be able to better support ttreir farnily through increased
finances (N= 11). The barriers to participation that participants identified were reflected in the
roles that they would like to have. Eleven participants said they would like "others to view them
positively',. This included one participant who said, "I want to be known for my ability to put
others at ease and helping others understand what it is like to live with a handicap". The desire to
help others was also reflected in the change of activities and values of some of the participants.
Activities
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Over % of the participants reported that they have experienced a decrease in activity level
since their injury. Thirty participants (30%) identified that they have experianced a decrease in
participation in leisure pursuits. This decrease may be due to the fact that more time and effort is
required in other areas of occupation, Ieaving not enough for leisure. One participant described
this challenge succinctly, "recreation is nonexistent." Many participants (N= 26) identified that
they experienced a decrease in outdoor activities such as canoeing, kayaking, and hiking since
their injury. These were significant activity changes for the participants who stated them. One
participant wrote, "I can no longer hike through the woods to a favorite fishing spot, nor can I
put up or sleep in a tent. These things sound insigrificant, yet they are not to me." Twenty four
participants stated that they experienced a decrease in exercise following injury. This change was
difficult to come to terms with for some participants, but others approached it as a challenge.
One participant said,
"I no longer run. I am getting older and can justify it that way. (47). Some of the physical
activities at work are a little more challenging. This will not change me or slow me down.
Water skiing and snow skiing are soon to be conquered' Biking, hiking are the same."
Other participants discussed overall changes in decreased activities. Some have accepted these
changes, and others wished that they could be more involved in previous activities. For many,
the activities in which they participated following injury shifted to more sedentary ones. This
strift included one participant who said, "My activities are morc sedentary and I feel like more
observer than participant." Another participant said that he was, "less able to pitctr in with the
guys". This participant was not able to participate as fully in the activities he does with friends as
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he previously could. He may be able to participate in the same number of activities with "the
guys", but not able to have the same quality of participation.
For some participants the change in activities following injury was so great it was
difficult to quantify. One participant said there have been, "huge enormous changes....too
complicated to get into." Another participant, when asked what had changed in his or her life,
simply wrote, 'tm...everything". In some participant's narratives they describe gladness in the
shift they have experienced. Some participants talked about an increase in spending time with
family and other loved ones. One person said, "alcohol is no longer a problem in my life".
Another participant said that in her actions she is now "a morc humble woman, with compassion
for others".
Participants were also asked how they would like their current activities to change.
Twenty-six participants said that they would like to "increase recovery" or where they were on
the spectrum of rehabilitation. This change includes statements such as, "I just want a 100%
recovery to rctum to where I was", and "although I am doing my best to adjust and be
independent, all I really want is to be out of fte wheelchair and walking again." Twenty-six
participants also said that they would like to "increase the activities" in which they are able to
successfully participate. These activities span a wide range of categories and include: golf,
biking, dancing, playing the banjo and guitar, riding a motorcycle, scuba diving, hunting' fishing,
hiking, gardening, canoeing, going to the movies, and "be[ing] able to brush my own hair".
Participants stated that there are some activities they are able to do, but not in the same way as
they did before. One participant said, "I'd like to exercise like a normal person, welk farther than
a block or two without coming home in pain'.
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Nine participants said that they would like to "go back to work". The survey responses
reflected the fact that jobs were even harder to come by due to a depressed economy. Four
participants responded to this question with the idea that they wished their "worth to be
validated". One person stated, "I need to know I still have something to offer, that I am worthy
of a paycheck and can take care of myself."
Values
Ninety percent of the participants wrote about a change in values following their injury.
The value change that the most participants talked about was the fact ttrat they "cherished life
more" (N=15). One participant said that, "almost dying has made me really open my eyes to
how beautiful everything is and that every second of my life is an experience in itself worth all
that trouble that I endure." Another participant said that from his experiences he knew that, "life
is more cherished because it can blink out in a moment". Similarly, 14 participants said that they
"appreciate the small things in life more". One participant said that "you do not appreciate the
ability to walk until it is taken away from you". She also said that, "I have always appreciated the
small things. But more so now. .. the kiss of my husband, the way my daughter makes me proud,
watching her graduate from high school." Another participant remarked, "I appreciate beauty in
places and things that I never found beautifrrl." The words of eleven participants fit under the
theme of ,.thankful for what the person has". This included one participant who said, "minor
inconveniences that used to really trouble me seem trivial now." Anothel participant said, 'A lot
of Orings I thought [were] important mean very little, if anything, to me. Things like money,
appearances and most material things"
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Another theme in the responses was that following the injury participants developed
"better familial relationships" (N=13). One participant said that after the accident, "I try never to
put off visiting my family; I don't think twice about helping others". Another participant said
that she reconnected with her seven brothers and sisters after a l0 year lack of communication.
For some, family relationships were always good, but the injury provided a reason for making
them even stronger. One participant said a change in values definitely occurred, and "I always
have valued family and my relationship with God, but now they mean even more to me."
Six participants said that they "found greater faith" following the accident. Most of the
participants who developed grcater faith became more Christian, but some just reflected on their
values and felt more spiritual following the injury. One participant said, "I have renewed my
faith in God and have a new respect for life and living a better life". Another participant said
about the accident, 0rat "spiritually it put me back on track and away from negative behaviors."
Some participants were very upbeat about the effect that the injury had on their values.
One upbeat participant wrote,
"I found myself telling someone that this [injury] has been a blessing to me. I have
become more outgoing and happy. I have met so many people and talked to so many
people because of this inconvenience. I like laughing again."
Another very positive person wrote, "of course there's been a change. This is probably the best
thing that's happened to me, if I'm good enough to take advantage of it."
Chapter Five: Discussion
Population Comparison
The population that responded to this survey differs in some ways from the traumatically
injured population as a whole. There are differences in overall age, gender, and ethnicity in the
participants as compared to overall traumatically injured population.
Age
The general population is predominately younger individuals between the ages of 15 and
29 years old (National Center for Injury Prevention and Control, 2006), while the participants
had a mean age of 47 years old and a median age of 48 years old. Seventy percent of the
participants were over the age of 40 years old. This age difference may reflect the difficulty the
older population has with coping with their injury, and the tendency for older individuals to
continue doing previously held occupations rather than take up new ones (Warren & Manderson,
2008). continuing with previously held occupations might be more difficult than taking up new
occupations; these individuals need the support that the national support groups provide.
Americans between the ages of 18 and 44 years old make up over half the adult intemet
population (Pew Intemet and American Life Project, 2009). Due to the electronic nature of the
survey, it was hypothesized that the participants would be younger individuals; however, this
was not tle case with this study. The older generations are increasing their use of the intemet
withl4% of those 64 and older using email as a method of communication (Pew Intemet and
American Life Project, 2OO9). These more computer-sawy older adults may have been the ones
more likely to gravitate towards online support groups, and thus an online survey.
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Gender
Males are more likely to sustain a spinal cord injury or amputation than females, and so it
was surprising for the researcher to see that the participants werc equally divided between
women and men (National Center for Injury Prevention and Control, 2006). This demographic
may be due to the fact that women are more likely to seek out social support than men (Isaksson,
kxell, & Skar, 2007). These online support groups provide information and emotional support,
the type of support women are more likely to seek (Isaksson et al., 2007). Additionally, because
females are the minority in the traumatically injured population, they may need to look to the
intemet to find female support from peers.
Injury as a Role
The rcsearcher hypothesized that many of the participants would describe their roles by
their injuries following their injury, such as "para" or "quad". Previous studies identified that
using these terms allows the individual to become part of a disability culture (Hanison & Kahn,
2004). Only three of the 40 people in the survey identified themselves as a "cripple", "para ' or
"gimp". The majority of the participans did not see the injuy as a defining characteristic of
themselves, only as one aspect of self. This attitude reflects the last stage of many theories of the
development of a disabled identity in which the impairment is incorporated into the individual's
self identity (Sdick & Auerbach, 2006). The participants may see their injury as only one aspect
of their identity, but think that others still see it as a defining characteristic. Fifty-eight percent of
the participants agreed with the statement "others see the injury first before they see me". These
individuals may be subject to stares, discrimination, or others not knowing how to interact with
someone with a visible impairment. This discrepancy between how the individual sees him or
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herself and how others see him or her can be a barrier to participation and reintegration into
society.
Sexuality
hevious studies rcport that individuals often become frustrated about an inability to be as
sexual as before a spinal cord injury, or be perceived by others to be as sexual as before any
traumatic injury (Chau et al., 2008; Galvin, 2005; Murray,2005; Walters & Williamson, 1998).
Overall, this frustration was not seen in this pool of participants. Just three participants reported
disappointment about their sexual activities. These difficulties were due to lack of sensation from
spinal cord injury, and the feeling of not being as attractive to the opposite sex after injury.
Forty-one percent of participants agreed that "others do not see me as attractive or sexual as they
did before my injury". The participant's perception of other's opinions may be that others do not
see tle person who is injured as being as sexual as prior to the injury, or this may actually be the
opinion of the individuals with whom the participants interact. This frustration and stigna is
contrasted with the many participants who report having even more meaningful romantic and
sexual relationships following the injury.
Occupational Shift
A shift in occupational identity occurs following traumatic injury. This shift in
occupational identity consists of a shift in some or all of the following: activities, roles, values,
and attitudes. This shift can be a dramatic change in lifestyle and beliefs, or a minor reevaluation
of priorities and a restriction of some activities. There were a variety of changes in values
including: a geater appreciation of what the individual currently has, a rcnewed faith in God,
and a more positive or negative view of humankind as a whole. In sustaining their injury many
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participants came close to death. Some of the participants said that they are just grateful to be
alive. It did not matter if they could not do all the things that they could previously do, it is better
than being dead. One young man commented that being grateful to be alive is a passing emotion.
The individual may be grateful to be alive directly after the injury, and then have to adjust to the
dramatic changes in his or her life in the subsequent months and years.
Role of Occupational Therapy
The participants in this survey experienced a decrease in the number of overall activities
in which they were involved, the level of participation they were able to have in these activities,
and the specific activities that they found most meaningfirl. Overall, the participants, felt
dissatisfied with their activities. Due to the time since their injury, most of the participants would
probably not have been receiving occupational therapy at the time of the survey. However, the
length of occupational therapy outpatient services is different for each person, and so a look at
how these individuals might benefit from occupational therapy is warranted. This examination
will start with the time of acute injury.
Reflection
With the knowledge that this shift will occur following injury, there is a need for
therapists to talk about the shift with patients and their families. It should be known to these
individuals that the injured person may not be exactly the same person he or she was prior to the
injury. They should be treated as themselves, but with the understanding that a major change is
happening in their life, and this change involves a revisiting of what is important in the
individual's life. The family, friends, and hospital staff should allow tirne for the injured
individual to reflect on thek life, and how this new injury fits into their life story. This reflection
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is an important opportunity for ttre individual, and without it, making sense of his or her changed
life and self will be more difficult.
The occupational therapist can help to structure the individual's rcflection through ideas
for joumaling and exploration of new activities and roles. Allowing opportunities for the
individual to express their values and who they are, may increase the therapist's rapport with the
client, and increase therapeutic outcomes. lncreased rapport and a mutual understanding of the
injured individual's values can lead to increased: participation, energy levels, and compliance
with therapy. The client should also be given opportunities to demonstrate their worth as an
occupational being during rehabilitation. The client should be given opportunities to succeed and
to develop their occupational identity and set occupational goals toward that new identity.
Collaborative Goals
It is important for the injwed individual to have a realistic understanding of what is
possible beyond the acute rehabilitation process. This understanding can assist the individual to
set realistic therapy and life goals for him or herself, and to be able to have a vision of the
possibilities of life following injury. With a more realistic understanding of what is possible, the
individual will be better able to collaborate with the therapists to develop and achieve mutually
agreed upon goals. Collaborative goals will better foster client-centered care, because the client
is able to feel more a part of the process and valued.
A tool such as the canadian occupational Performance Measure (copM) can assist in
the collaborative development of goals and objectives throughout the therapy process (phipps &
Richardson, 2007). Using the coPM, the client can reflect not only on what he or she can and
cannot do, but also on how important each activity is for his or her daily life. Although activities
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of daily living can be intrinsically motivating for individuals, it should not be assumed that these
will be the most meaningful and the highest priority for the client. Some participants in this
survey wrote in their narratives that activities ofdaily living took up so much of their time and
energy that they were unable to complete other activities that had more meaning for them. If
much available time and energy arc spent on activities of daily living, activities that the
individual values because they help define their individuality and identity may not be addressed.
If the therapy process focuses only on basic activities of daily living, and some instrumental
activities of daily living, the individual might not gain the necessary skills to be able to complete
more personally refercnced activities. This focus of activities of daily living can lead the injured
individual to feel frustrated and disillusioned by the rehabilitation process. On a web forum for
individuals with high spinal cord injuries, one person cornmented about the posting of this
survey that occupational therapists only wanted to push adaptive equipment. This comment is
only one person's experience, but it demonstrates how the occupational therapist not only needs
to take a holistic approach with their clients, but also to explain what they arc doing so that the
client understands.
Continued Services
It can be assumed that, due to the natue of their idury, many of the survey participants
received occupational therapy at some point in their rehabilitation; however, the survey found the
participants at a time when they were most likely no longer receiving follow-up services.
Periodic occupational therapy could benefit many of the participants to help them prioritize what
activities they would like to complete and what should be done by others or assistive technology.
An occupational therapist could also teach these individuals the skills necessary to complete
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many valued occupations in which they no longer participate, or in which they would like to start
to participate. These activities can include: adaptive sports, helping a new grandmother feel morb
steady holding her grandchild, and giving the participant who would like to brush her own hair
the skills or assistive technology so that she can do it without assistance from others.
Client Self-Advocacy
Occupational therapists can be a great resource for community reintegration for their
clients. One of the ways that occupational therapists can help their clients reintegrate is through
teaching them self-advocacy skills. Financial barriers were cited by many of the participants as
being a large impediment to participation in activities. Occupational therapists have the skills to
find community resources that match the needs of their clients. They can also teach the clients
how to access and use community resources such as grants, lending closets, and free programs
for their vocational and leisure interests.
Physical and Emotional Support
The most emotional and physical support for the participants came from friends and
family, respectively. Relying on others for physical support, such as assistance for self care or
transfers, can place an emotional strain on the relationships of individuals (Brott, Hocking, &
Paddy,2007). For that reason, it is logical that the participants did not always rely on the same
person for emotional and physical support. Friends can be a more neutral party for the
participants to discuss the difficulties that they are experiencing adjusting to and living with
injury. Many individuals received emotional, physical, or emotional and physical support from
significant others such as wives, husbands, and partners. Many of these partnerships grew
stronger following injury.
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Far fewer participants received support from transient romantic partners such as
girlfriends, boyfriends, and fianc6es. The lack of support through transient relationships may
because having a traumatic injury, and the adjustment that follows, puts a large strain on
relationships (Brott et al., 2007). One of the only participants who received emotional support
from a boyfriend, was able to because they both had their injuries from the same incident and,
therefore, could relate. Some participants wrote that they did not want to be a burden on their
family. This feeling of being a burden may be even stronger with rclationships that have a
greater potential to be impermanent. It may also be harder for the participants to go on dates
following injury due to structural, emotional, and societal barriers, thus making it difficult to find
new romantic partners.
Support from Peers
Peer support is also very important for individuals following traumatic injury (Gilboa,
2001; Wald & Alvaro, 20Ol). Participants in this study were more likely to rely on peer support
than the larger traumatically injured population because they found out about the study through
national support $oups. In these support groups, the individuals can discuss difficulties with
adjustment to injury, problems that come up due to the injury, new innovations, and other
information specific to the injury. The fact that these support groups have members who were
injured both recently and many years ago, allows the members to share a range of experiences
with each other.
Peer support is especially important for individuals who were recently injured because it
allows them to see what is possible (Gallagher & Maclachlan, 2001). participants wrote that
seeing others who were worse off than them, as wen as those who had been injured yeaxs ago
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and had rcbuilt their lives following injury, gave them a basis to compare themselves to, and
hope. These peers understand exactly what the individual is going through, and thus can provide
them with the most concrete advice and support. Occupational therapists can help their clients
find peer support in the hospital and community settings through support groups, disability
advocacy groups, and similarly injured clients in the hospital. By creating a group culture, peer
interaction can allow the clients to feel morc connected to each other, and less like they are
simply having things done to them by the hospital staff
Surveys Outside of the Time Frame
The researcher received and read many surveys that were outside of the specified one to
five years post injury, although their information was not used for this analysis. The individuals
who had sustained their injury less than one year ago were generally more negative when
discussing their injury. One woman who had sustained bums and amputations while serving in
the military said that her primary activity currently is, "avoiding minors". Some individuals also
had unrealistic goals of full physical recovery, such as being able to walk one day after
sustaining a complete cervical spinal cord injury. These individuals require time to reflect on
their life following injury, and to try to figure out what their new activities and roles will be
(Christiansen, 1999).
In contrast to those injured less than a year ago, individuals who had been injured greater
than five years ago who completed the survey had a more distant perspective on their injwies.
some werc leaders in peer communities, while others saw their impairment as only a minor
aspect of their self identity. One woman rcbuilt her life following injury into one that is healthier
than before her injury. She got out of an abusive relationship and wrote that .,life is too short to
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be miserable". t-ooking at the data from the individuals who sustained their injuries outside of
the specified one to five years ago reaffirms that the one to five years post injury is a period of
gteat transition and growth. The individuals have survived the first year, and are trying to rebuild
their lives, and figure out who they are now.
Areas of Further Srudy
Through this study it can be concluded that an occupational shift occurs following
traumatic injwy. Future researchers could quantify what makes a shift positive or negative, and
whether the individuals in this population are experiencing a positive or negative shift in
occupational identity. Full saturation of qualitative data was not reached with study. Future
researchers could attempt to find the saturation point of the qualitative data. Future studies could
also utilize a more ethnically diverse population, since the majority of the participants in this
study were Caucasian. The researcher hoped to have a gteater number of military individuals in
the study, and was unable to do that at this time. Futurc studies of occupational shift could
compare the shifts of military and civilian populations so that occupational therapists can better
serve each population's unique needs.
Commcnts
There was a great amount of positive feedback for this study from the support group
adminisrators and members. Many people were gratefrrl for the opportunity to tell their story,
and for others to care about their struggles. There werc also some negative remarks about this
suwey, mostly directed at graduate research and occupational therapists in general. The
researcher hopes to make the information gathered from this study known to rehabilitation
professionals, and also to individuals who have experienced a traumatic injury. It is important to
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have traumatically injured individuals know that their voices have been heard, and that they are a
valuable part of the research and rehabilitation process. This study was completed to better
understand the struggles and triumphs that occur with living a life after traumatic injury.
Hopefully, this information will lessen the struggle a small amount for those who follow.
Chapter Six: Conclusion
The goal of this rcsearch project was to test the hypothesis that individuals experience an
occupational identity shift and a decrease in meaningful activities following traumatic injury. In
additions the researcher sought answers to the four research questions established at the onset of
the study. Through the analysis of survey responses, the hypothesis was confirmed, and the four
research questions were answered.
The participants in ttris study all experienced a shift in occupational identity in some
manner. Participants experienced a shift in one or more of the following areas: attitudes, roles,
activities, and values. Many participants reported that their lives are dramatically different
following traumatic injury. Each of the participants experienced a change in the activities that he
or she find meaningful. The majority of participants experienced a decrease in participation.
Sixty-five percent of the participants were not satisfied with their cunent activities.
The barriers that the participants most identified were: environmental or structural, and
psychological. These barriers are consistent with the findings from previous literaturc. Emotional
support was primarily provided by friends, health professionals and pets, while physical support
was mostly provided by family and friends. Peer support was one of the most helpful forms of
emotional support for the participants, because peers know what the individual is going through
and can give the most concrete advice. Older individuals who experience a traumatic injury may
benefit from and seek out peer support more because of the challenges of having a traumatic
injury later in life. Age was the only factor positively related to satisfaction, with younger
participants more likely to be satisfied with their current activities than older participants.
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Occupational therapists can assist theL clients who have sustained traumatic injuries by
allowing them to be a collaborative part of the treatment team, setting realistic goals, allowing
time for reflection and experimentation ofnew occupational identities, and formal or informal
facilitation of peer support. Many clients may not be able to accept the change that they are
experiencing while in the acute phase of rehabilitation. With these clients, the occupational
therapist can plant the seed in the minds of the clients and family that an occupational identity
shift wifl occur, and it is all right if the client is not exactly the same person following injury.
The client may.want to explore ne\r interests, roles, and beliefs following their injury. They
should be given time and space to explorc their new occupational identity.
Times of turmoil arc the best times for making changes in a person's life (Royeen, 2003).
For that reason, the tumultuous time after a traumatic injury is the best time for the occupational
therapist to help individuals make their lives even better than before the injury. Many individuals
experience a rcnewed sense of self, and belief in others, following at traumatic injury; however,
they need support and guidance in order to make the best use of their situation following their
traumatic experience.
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Appendix A: Human Subjects Review Board Approval
October 1, 2008
Julia Sterman, Graduate Student
Department of Occupational Therapy
School of Human Services and Health Sciences
Re:
The All-College Review Board for Human Subjects Research (HSR) has received your request
for review of the revised above named proposal. The proposal has been reviewed and the Board
authorizes you to begin the study. This approval will remain in effect for a period of one year
from the date of authorization.
The HSR Board, however, did have the following consultative comments:
For sustainability purposes, the Board recommended that online surveys be stored
electronically rather than in paper form.
The Board thought that the desigr of rhe Sumey Instrunezt could be improved. For specific
examples, please contact HSR Board Mernber, Stephen Sweet, at extension 274-3910 or
ssweet@ithaca.edu.
ln the Recruitntent Statement, you may wish to use the pkase " 18 or older" rather than the
current language "over the age of 18."
After you have finished the project, please complete the enclosed Notice-of-Completion Form
and retum it to my office for our files.
Best wishes for a successful study.
Sincerely,
Carol G. Henderson, Acting Associate Provost
All-College Review Board for Human Subjects Research
lmt
Enc.
Cc: Judith Gonyea, Assistant Professor R.r: HsR oeoc-lo
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Appendix B
All- College Review Board
For
Human Subiects Research
Cover Paqe
Investigators: Julia Sterman and Dr. Judith Gonyea
Department: OccupationalTherapy
Telephone: 1607\274-3618 Ol4\98O-8328
(campus) (home)
Project Title: Occupational Shift Followine Traumatic Injury
Abstract: (limit to space provided)
Research in the field of occupational therapy indicates that decreased participation in meaningful
occupations is associated with a decreased quality of life. Without the ability for the individual to
express him or herself through occupation, the individual may suffer from identity confusion
(Hocking & Paddy,2D7). A traumatic injury, such as a spinal cord injury, amputation, or bum
can strip the individual of elemenc that make up his or her identify through decreased
participation in meaningful activities. While disability theory proposes that to develop a positive
disabled identity the impairment much not alone define the person, but must be incorporated into
the large identity to the individual (Gallagher & Maclachlan, 2001), the process of creating this
changed identity is not clearly defined in research literature or evidenced within rehabilitative
protocols.
The purpose of this study is to identify if individuals who have undergone a traumatic injury,
such as a bum, spinal cord injury have a changed manner in which they define themselves by
what they do or their occupational identity. If changed occupational identities are identified after
traumatic injuries, occupational therapists can focus their work with these individuals to better
prepare them for what to expect in their adjustment after injury.
An intemet survey will be used to obtain demographic and qualitative perspectives on
individuals' experience with transition following traumatic injury. This survey will invite
members of national traumatic injury support groups to be participants via their online support
network.
Proposed Date of Implementation: Commencing October l. 2008 for one vear
Julia Sterman and Dr. Judith Gonyea
Print of Type Name of Principle Investigator and Faculty Advisor
Sigrature (use blue ink) Principle Investigator and Faculty Advisor
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All- College Review Board
For
Human Subjects Research
Ghecklist
Project Title: Occuoational Shift Followine Traumatic Iniurv
Investigato(s): Julia Sterman. Judith Gonyea
Investigator HSR Use
Use
x
x
x
x
x
x
I
x
N/A
x
x
N/A
N/A
N/A
Onlv Items for Checklist
l. General information
2. Related experience of investigator(s)
3. Benefits of the study
4. Description of subjects
5. Description of subject participation
6. Description of ethical issues/risks of participation
7. Description of recruitment of subjects
8. Description of how anonymity/confidentiality
will be maintained.
9. Debriefing statement
10. Compensatory follow-up
I l. Appendix A - Recruitrnent Statement
12. Appendix B - Informed Consent Form (or tear-off
Cover Page for anonymous paper and pen/pencil
surveys)
13. Appendix C - Debriefing Statement
14. Appendix D - Survey Insruments
15. Appendix E - Glossary to questionnaires, etc.
16. Appendix F. 
- 
Protocol Template and Sample Tear-
Off Cover Page (Delegated Review only)
Items 1-8, 11, and 12 must be addressed and included in the proposal. Items 9, 10, and 13-15
should also be checked if they are appropriate - indicate "NA" ii not appropriate. This should be
the second page of the proposal.
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General Information:
. Funding. There will be no expenses associated with the research. Any incidental
expenses that do occur will be the rcsponsibility of the principle investigator, Julia
Sterman.
" l,ocation. The study will be completed using the Intemet, and therefore has no
central location.
. Time period. If approved, the recruitment process for this study will begin in
October, 2008. Retumed suweys will primarily be rcceived between October
2008 and December 2008. Analysis and writing will be completed before the start
of April, 2009. See Appendix F
. Expected outcomes. The results will be disseminated through a written thesis and
through a graduate thesis presentation. The results may be presented at a
professional conference or published in a professional joumal.
Related Experience of the Researchers:
The primary researcher, Julia Sterman, received her undergraduate degree in
occupational science at Ithaca College. Julia is currently pursuing a Masters
degree in occupational therapy with expected completion in 2009. As part of her
undergraduate studies she has taken courses in statistics and research methods.
She has done extensive review of cunent literature addressing the experience of a
traumatic injury, theories of adjustment to a disability. She has recently completed
a Level II l2-week fieldwork placement in an inpatient rehabilitation unit for
adults.
Dr. Judith Gonyea has eamed a clinical doctorate in occupational therapy and is
an assistant professor in the occupational therapy department at Ithaca College.
Dr. Gonyea previously held a tenurcd position as associate professor and program
director at SUNY Canton, wherc she was vice-chair of their institutional review
board. Dr. Gonyea also serves as a researcher and consultant with a specialization
in mental health and patient/client transition across levels of care within the health
care system and into the community.
Kathleen Stoklosa has a bachelor's degree in occupational therapy and a master's
degree in public health. She has been an occupational therapist for 20 years. She
is cunently the chief occupational therapist at the University of Rochester
Medical Center, and is a guest lecfirer at Ithaca College. She has previously been
an assistant professor in the Ithaca College occupational therapy department. She
has served on three (3) thesis committees and has also been involved in data
analysis and piloting rcsearch surveys in other research projects.
Benelits ofthe Study:
. Participant: Through completing the survey the participants may have the
opportunity to reflect on aspects of their life that are meaningful to them. This
may lead to the participants incrcasing engagement in meaningful activities
through remembering the meaningfirl nature of the activity. Identifying those
individuals and factors that have been helpful in their transition to a disabled
identity may prompt the participants to make better use of these resources, or
acknowledge helpful individuals.
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. Occupational Therapy: By identifying if barriers to participation exist following
traumatic injury and what elements contribute to a positive or negative
occupational adjustment, occupational therapists can better able address the needs
of clients in therapy.
o Description of Participants
The number of participants depends on the retum rate from the at least 3 national
support goups that have been contact regarding this study. The researchers
anticipate approximately a 30% retum rate, which is the average for an online
survey.
The following are criteria for participants:
. Must be at least l8 years of age.
. Must have sustained a traumatic injury including, but not limited to: bums,
amputations, and spinal cord injuries, between I and 5 years previously.
. Must not have a diagrosed brain injury or severe intellectual disability.
. By initiating the survey participants acknowledge that they have read the
letter of consent.
. Must be able to comprehend and communicate responses in basic English
r Description of Subject Participation
. Each participant will electronically sigr an informed consent form.
. Each participant will complete an online survey designed by the researchers and
reviewed by academic and practicing occupational therapists. The survey will
utilize survey monkey program which is US Federal Section 508 certified to be
accessible for users with disabilities. The researchers will use a SSL encryption
for the code so that survey responses are transmitted through a secure network.
o Ethical Issues
Risk during this study is psychologically based. Due to the nature of the material
being discussed, there is a risk of increased emotional sEess. Answering survey
and interview questions and may increase the participant's level of stress and/or
may cause the participant to have negative emotions. Interviews may also be
ended at any time at the request of the participant. The participant can skip any
survey or interview questions tlnt he or she does not feel comfortable answering.
Since the survey is on a national scale participants will be encouraged to seek
medical or counseling services in their own location if they experience
psychological distress following the completion of the survey.
Informed Consent- attached as Appendix B.
o Recruitment of Subjects
Selection of subjects will occur through a convenience sample of those willing to
participate
National support groups will recruit study participants to complete the survey if
upon review they feel that the survey is appropriate for their membership. See
conditional support emails. (Appendix E)
Appropriate methodology, copy of the survey, and snLrdy design will be made
available to the contact individuals at the support groups. This will allow them to
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decide if this is a study that they are willing to make available to their members.
Upon this decision the national support groups will either put a link to the survey
on their web site or email the link to a list serve.
. No inducement to participant will be provided in the study.
Confidentiality/ Anonymity of Response.r
" At no time will the participants' names be directly attached to their responses. The
participants will not provide names or contact information to the researchers at
any time, maintaining anonymity throughout the process. Through survey monkey
the researchers will be able to access survey responses without having knowledge
of the participant's email address, or through what national support group the
participant was informed about the survey.
. The electronic survey will use Secure Sockets Layer (SSL) encryption so that
confidential data will be secure while it is being sent to the researchers.
. Any identifying information will be stored electronically using the research's
unique user name and password. After collection and data entry are complete, all
electronic documents associated with this study that contain identifying
information from participants will be printed, and then the electronic version
destroyed. The paper form of the documents will be kept in a filing cabinet inside
a locked closet in the occupational therapy department at Ithaca College for a
period of 7 years and will then be destroyed, as per department policy.
Debrieling
There is no deception involved in this study. A document will be given to each
participant at the end of the study that thanks the participant for his or her time
and cooperation. The document will include the contact information of the
researcher to be used if questions or concems that arise. This document is
attached as Appendix C.
Compensatory Follow-Up
If the participants feel any psychological distress following completion of the study
they will be advised to contact their medical or counseling service providers.
Summary of Required Appendices
A. Recruitment Statement
B. Informed Consent Form
C. Instruments : Suwey Tool
E. Conditional support emails
F. Timeline
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September 22, 2008 Submit proposal to IRB.
October 6,2008 Resubmit proposal with revisions to IRB (if necessary)
October 2008 Pending IRB approval, submit surveys to support groups for
posting to members
Begin receiving completed surveys.
November 2008 Continue receiving completed surveys.
Begin data analysis
December 2008 Continue data collection and analysis
January 
-February
2009
Complete analysis of survey responses and begin writing thesis
March 2009 Prepare for thesis defense and write remainder of thesis.
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Informed Consent Form
Dear Support Group Member,
My name is Julia Sterman. I am a graduate student in Occupational Therapy at Ithaca College in
Ithaca, NY. I am currently working on my thesis project, which will investigate traumatic injury
and its impact on meaningful activities. After reading this letter you will be given the
opportunity to complete an online survey regarding your participation in meaningful activities
following your injury. This survey should take approximately 15 minutes to complete.
I am looking for individuals who are over the age of 18 and have had a traumatic physical injury
between one (l) and five (5) years ago. Due to the support groups contacted, most participants
will have amputations, bums, or spinal cord injuries, but you can still participate if you have
other types of traumatic injury. You do not need to have received occupational therapy to
participate. Those who have been diagnosed with a traumatic brain injury or severe intellectual
disability are not included in this survey.
The results of this project will be written and presented in a professional format. I hope to share
my results through publication in a professional journal or presentation at an occupational
therapy conference so tlat more people may become aware of this issue. The results may also be
useful to guide how occupational therapists work with individuals who have had similar injuries.
There is little risk to completing the survey; however, if thinking about your responses causes
you to feel distress please contact a source of support. If at any time a question causes you
discomfort you may choose to skip that question. You can stop completing the survey at any
time you choose. All of your answers will remain anonymous and confidential. If you continue
to feel distress I would encourage you to seek assistance through local counseling or
psychological services.
If you have any questions about the survey or being a participant, please contact me at
jstermal @ithaca.edu or contact Dr. Judy Gonyea, my thesis advisor, at (607) 274-1737 or
jgonyea@ithaca.edu. The survey tool is encrypted and secure so all information can only be
accessed by the researchers. The Institutional Review Board (IRB) at Ithaca College has
approved this study.
Thank you for taking the time to complete my survey.
Sincerely,
Julia Sterman
By following the link below you confirm that you agree to parricipate in this study, although you
may discontinue participation at any time. You also acknowledge that 18 years or older.
htps://www.surveymonkey.com/s.aspx?sm=qv_2bl3EDxw_2fawV67*WnW52A_3d3d
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Recruitment Statement
To Whom it May Concern,
My name is Julia Sterman and I am a graduate student in Occupational Therapy at Ithaca College
in Ithaca, NY. I am currently working on my thesis project, which will investigate traumatic
injury and its impact on meaningful activities. The project has been approved by the Medical
Advisory Committee of the Amputee Coalition of America.
I am looking for individuals who are over the age of 18 and have had a traumatic physical injury
between one (1) and five (5) years ago. Due to the support groups contacted, most participants
will have amputations, bums, or spinal cord injuries, but individuals can still participate if they
have other types of traumatic injury. Participants do not need to have received occupational
therapy to participate. Those who have been diagnosed with a traumatic brain injury or severe
intellectual disability are not included in this survey.
The study will be survey-based using Survey Monkey. Anonymity will be maintained
throughout the study, and at no point in time will participant's identifying information be
collected or associated with their responses. Additionally, a SSL encryption code will be used to
create a secure network when transmitting survey responses. The survey has multiple choice and
short answer rcsponses, and should take approximately l0 minutes of the participants' time.
You may review the survey and decide if it is appropriate using this link.
htps://www.surveymonkey.com/s.aspx?sm=qv-2bl3EDxw-2fawV6ZcwnW52A-3d-3d
An informed consent form for potential participants is also attached. Surveys will become
available to participants in December, 2008, and will remain active for completion until the end
of January, 2009. The results of this project will be written and presented in a thesis format
within the next year. I hope to share my results through publication in a professional joumal or
presentation at an occupational therapy conference so that more people may become aware of
this issue. The results may also be useful to guide how occupational therapists work with
individuals who have had similar injuries.
Thank you for your time and consideration.
Sincerely,
Julia Sterman
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Appendix C: Survey
1. Gender
2. Uhat ia your date ol birth?
MII OO YYYY
oare T-l,fl, T---l
3. Ethnicity/ Eth nicitie a
4. LeYel ol education
O **oa. s"tt*,
O arr ot lish rchol
(-) metot*t
Q sor* cotl€g€ onrssr
Q Aramiato'r ocgree
Q Bechelc'r oeor*e
Q M.rtx'a D.grt.
Q Dcrcal oegree
5. Which bert dercribe3 your communaty?
O a,'el
O sr"tl to*.
O s,uutttn
Q u'r*
6. How msny people live in your houtehold?
Qr
Qa
Qr
Qc
Qs
(-) e 
"rro.uo""
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7. Wh.l i3 your approrim.te hou3.hold incom.?
Qrto,ooo.t r*
Q tro,oor- rzo,ooo
Q tzo,oor - oo.ooo
Q ro,oor- tro,ooo
Q ro.oor- tso.ooo
Q rm,oor .reo,mo
Q ro,oor- rzo,ooo
O 37o,ool .nd.!oY.
E. Are you
Q o'iri.n
Q rori". rrior
Q u..r'.,g.d rIlir-y
Q xrtmr ol,o
Qa.*^.
9. Wh.n did youl lnlury occur?
rlrl OD YYYY
f-l,E,T----]
I 0. Plaaac darcribe your iniuly rnd iir cauta.
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2. Belore your iniury, how would you haye daacribed your maior roles in lita(e.9. I
uas a working rnoth€I, I wag an acliye student and athlete, I waa a lire lighter and
lalher) ?
3. Since your iniury how would you describe your major rolac in life?
Occup.liqE
5. What are the changes, if any, in your maior aclivitier (at work, in recreation, or in
your daily !ifr) rinca your injury?
6. Are thera maior activilies (at rork, in recreation, or in your daily lile) that you
would like to change? ll co, what are thay?
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7. Haa lhara baan r chrnga in wh.t you tind imporl.nt and m.aninglul lincr your
iniury? l, yes, how would you d..crib! lh.t chtng.?
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fl ooli,n 
"noi-.
10. Ar..ny ol lhe lollowing iime con.id.raliont b.tliorr io your parlicipalion in
rcliviil.r? Checl all thEt !Pply.
! tr r.r- r- t.re to r..pu. ld d g.l lo.clitili.t
n F..lihs ol lar ol !p.ol.n.ir,
1 1 . Ara any o, lh. lollou ing .nvitonmenl.l conlidarrtion! ba?lier3 lo youl
pirtlcipalion in rclivllicr? Chccl .ll thlt ePply'
Is,.*
E*"
! n-r
I rrr"
! u.'.. s*"a
! rrrrrporrrto
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12. Are any ol the lollowing rociatal conaideretionr barrierr to your parlicipation in
aetivitiae? Ghec* all lhat apply.
fl narrioa vicua
I a*ioracat riera
[-l rortiot ri"*"
I-l oi-iri*t-y laus ( pdici.s
[-l unnr"n.
l-l Orfrr havirrg dllicutty ecccpling my Glsrg.3 yq h.vc.tloryqr inirry
E Ericr.
1 3. Are any o, the lollow ing peychologlcal considorataons berliars to youl
perticipation in activitiet? Check all that apply.
n r""t
n s"a*""
I D.prcaeion
I Faalrtacte
f] *" ol intraBt
't 4. Do you r6c6iye any phy3ica! acciatance lrom the lollow ing? Ghoore the most
signiricant group{r) and hou much e3tislance tha grouPs give.
lYhp do ya gel .Eaislance Itom? llos truch aasiaLnce do tha, tive?
' I-FI I-EI
' EEI l-ml:-Hffi
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15. Do you receive enrolional :upport lrom the lollowing? Chack the mort signilicant
group( s).
l-l r a*'r lacaive 
"rolis.l lrpport
! SCouaelnsrtnerrsiuingsicril(t.nrpsrffi ts erts.dcd isrily
[ 8of ft iendr g,rlhi"rd/Erree
n ri"na"
n rursoml ssailenl
! Horlthfrofrrtionrl
n Euppwt grope
I co-"-h.r"
I T".r.r"t""
! n"r"
l-l oilrerr rilh I sinilu iniurl
n ort.,
16. What warlhs 1016 ollhg mort positivoor helplul peraon in youradjurlmant alter
your iniury (a.9. mother, blother, doctor, tocaal workar, etc)?
1 7. tU hy wss this person politive or helpful?
1 E. Additionel com m6nts:
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Appendix D: Support Groups Contacted
o Amputee Coalition of America
o Amp-L list-serve (ampJ@u.washington.edu )
(http ://mailman I .u. washington.edu/mailman/listinfo/ampJ)
. Carecure community Forums ( http://sci.rutgers.edu/forum/index.php)
" Life
. Veteran
o Daily strength (http://dailystrength.org/home)
" Amputee
. Bum
o Experience project (http://www.experienceproject.com)
" I am a bum survivor
. I lost my leg to amputation
. I have a spinal cord injury
o Facebook grcups
. Amputee are the STRONGEST
. Are you and amputee, or do you know someone with is an
. Amputees rock!
. Bum Survivors
. Bum Survivors or Bum Support
. Bum Victim Survivors
. Facebook Amputees
. I know someone with a spinal cord injury
. Miami project to cure paralysis
. NB Spinal Cord Injury Network
. Spinal Cord hrjury Support Group
. Spinal Cord Injury
" Spinal Cord Injury Peer Support
. Spinal Cord hrjwy Tnrte
" Yes, I am missing a limb
. cmbf bum victim support goup
. spinal cord injury awareness
o hspire (http://inspire.com 
- 
Paralysis Resource center: Support community
o National Spinal Cord krjury Association (htp://spinalcord.org)
o NCPAD 
- 
National Center for Physical Activity and Disability
http://www.ncpad.org/newsletter/newsletter.php?lettee83&section=1254
o Quad- list (http://www.makoa.orglquadlist.htm#subscribe)
r RRTC on scl (http://www.ilru.org/htmuprojectvsCVforums.htrn)scl resource center(http://spinalinjury.net/phpbb3/viewforum.php?tr8)
o SCIPIN-L (http://www.makoa.org/sci.htm#lists)
o SCI zone (http://www.thescizone.com/community/viewforum.php?f=26)
. Upper-ex national outreach coalition (htp://upperex.org/;
r Yahoo Groups
Occupational Identity
" Amputee freedom group
" Amputations
" Amputee talk
. Amputeesupport
. Angelsscichat
. Outreachamputees
" Sbedeamputee
. SCl-Madison
. SCISuppotNet
. SpinalCordkrjurySupport
. womenwithsci
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